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. ) A INTRODUCTION 

Thia is the final report of a mail' survey questionnaire 'completed by 
330 parents of development ally disabled children age*s 0-21 who were re- 
ceiving services in Lake County, Illinois, For the purposes of this study, 
developmentally- disabled is defined as children handicapped by mental 
retardation, cerebral palsy,- epilepsy, autism, or multiple handicaps in- 
volving .one or more of the foregoing, and whose handicap required' more ttCafe 
£0 percent time in a special edjication program, Questionnaires were mailed 
out over a three-month pferiod from mid'-March to mid -June 1978. The report^ 
focusses on issues concerning labeling and competency, normalization, 
family integration, diagnosis and assessment, community resources, and 
organizational involvement. The report provides breakdowns showing 5 how 
these .issues kre affected by the age of the developmentally disabled childy , 

• th6 type of disability A family income, atid race. Age, disability, income, * 
and race were selected as explanatory variables because these are attributes 
yhich are readily identifiable by professionals and the public. 

pptimiAhg the use ^f Qommunity-b^s^d services by developmentally dis- 
abled persXfca- is in keeping #ith the policy of maintaining developmentally 
• disabled persons £n community-based "normalizing 11 environment*. This project 
' was designed to provide information 'regarding the manner in which parents 
successfully unsuccessfully* 'secure .the community services needed by 
their developmentally disabled children. • x • * -■ % 

' \ .> • . * > ' " * . 

: * * - \ S 

History of the Research Prob lem and Current Status of Work ' - 

-■ — ■ . ; • ' j — . . 

y \ As the mediator between the individual and society, the family is the 

basic 'social institution. It interprets spclety's, rul$s of conduct for * 
its members: Yet the term, family, sybsiimes a wide range of diversity in 
, structure, function, values", and lifestyles. The services that th0 family 
provides for its members,- other than the af^eitional, have been trans- 
ferred po outside agencies with the advent of industrialization and 
urbanization (Winch, 1971). Of particular importance, responsibility was 4 

* transferred from home to school for increasing portions of the child's v 
education. The family provides the child with a.place in society, with 

„ an ascribed social position, to which a developmental set of expectations 
are attached. The educational system generalizes these expectations by 
age-grade levels to establish a standardized set of achievement norms 
which all children are expected tor attain in order fgr their socialization 
and development to proceed as projected. The developmentally disabled 

'-child cannot attain all of the complex cognitive, physical, Asocial, and, 
emotional developmental achievement norms prescribed f by the* generalized • 
educational system. For the developmentally disabled child/ generalized 
norik must be replaced with tones-which arje more particularistic and indi- 
vid«listic. / The extfent of the child* sjlisability, available alternatives, 

..and the parents^ emphasis on. the importance of the generalized achievement 
norms will determine the nature of the particularistic and individualistic 
> resolution .sought . w 

J . • 
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.The developmental ,mod*l of bur educational institutions a^sumfj^ behavio ~ 
can be modified and that , all individuals are .capable of growth,* "development x 

. and learni>ngr Special institutions fpjr Jtfie developmentally disabled^ a$d 
others who deviated from the >otmal, M -were foundted for the purpose fit > 
congregating them In one area scvthey cduld receive specialised attention. 
As Woltensbjfcrger (1975: 24) states, from reading primary sources around the . 
185p's wfcen miany institutions were founded, "the goal was a combination of - 

-dia^aisHing the intellectual impairment an^Jncr easing adaptive and compen- 
satory skills of ptipils so that they*,wouldj|B able to function at least 
minimally in ^ociejty." ' Unfortunately sotffiKJLzation was defined in a limited 
* cognitive fashion and the location. of insitutions was determined more by • 

* economic and political than- by familial meds. The develbptfentally-disabtj^d 
were aggregated into J&rge omnibus (ratihex; than Specialized? institutions, . 
often in rural .areas, thereby effectively -segregating them "frorf their 
families and the community. Developmental -goals became replaced by custodial 
ones. ~It was not until the 1950 f s, with the ^gdvent of prosperity following , 
a depression atid two world wars, that significant public concern again ' 
began to be expressed with equal protection under the law, including better 
opportunities for the developmentally disabled. * 

* ^einst itutjonalizat ion . tfhe concept of "nbrmalifcation l|N %s coined in 
i the 19£0's %p symbolize a new concept of human ;management and acceptance, 
as? "q^Llizatidn of means whifch are as culturally normative as .possible, ^ 
in order io establish and/or. maintain personal behaviors ai*d 

characteristics,* which ^ac|"jks culturally normative as possible 11 (Wolfensberger , 
1972: 28). Ohe mechanism 'for achieving -nontfalizat ion is that of detfLn- 

* stitutionalization, the remoyaJ^( partial or complete) from an institutional 
facility (prison, school for, misdemeanants ,-mental* patient 's hospitals, 

^tc.y of an in&.vi«di whb<\fras befetb interned therein for a substantial 

* (e.g., 1 yeaf or more) tffcount of time, usuaHy against his/her tfill- " 

Normalization relat^fo the belief that all individual should be allowed 
ttoT-ive his/her daily existence in a style that is similar to those in the 
surrounding .culture as is sex and agte appfopriat?.* Iir the developmental « 
.disabilities field th^s principalis widely subscribed to even far the 

* most profoundly developmentally dibbled person. It is felt that ey^ if , g 
the deveJLopmentally disabled pewSWias a limited self-awareness of His/ 

* her existence in space and time, the normal population which comes £hto 
contract* with the developmentally disabled person will he more lij^ly to 

* treat the individual as a 'human being if he/sty* at least Wok siflWLer ^ 
to thems*#fes (Mercer, 1973). Most developmentally disabled, persons are 

k sensitive to 'people in their >envir5nment and the response of tttbse who $ 
interact with them iflT an Important, learning stimulus. If personp in 
their environment react to them as distorted jpr .as ^aon-normal, then this, 

; become a negative interaction which puts both the developmentally 'disabled 
personland the normal person in an uncomfortable position. m * 

/4)einstiputionali£ation is a process which can be employed fcs part of 
a Movement toward normalization of a given institutionallae4 # population 
of people perceived as deviant. - The feeling i^the^tthe^ people are 
hgwsed in such a style that is normal fo^^lT"TOl^^^»n surrounding 
cUifcens are more likely to relate to ttigHb ttormat^ XS38> living in 
the "ctWRinity" in itself stimulates" the individual to learn to cbpe, 
thus encouraging the nox^aalization process by making certain learning } 
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lemands on the individual. ThereWre, it could be said that deiristitutionall- 
1 sat ion is a tool of normalization/ 

' . ~ - * > ' 

v Neither concept is Static. It i's part*of a normalization process to 
dove an older 'individual from a diet«of baby -food to one of soft foods 
which atill require the use of cutlery to b»ea^ the food into bite size 
pieces eVen thdugh this is still not a- normal diet because it does not 
, include such dif ficult-to^eat foods as ^chicken or steak, .It is part of 
the deinstitutionalization process to mdv£ a patient from a psychiatric , 
hosp^fal to a sheltered care facility in an urban area even though that 
ma^ not be the residential form which is culturally appropriate for the 
area. Both of these situations are farmati^e.ly evaluated \as positive 
mpves. Thfe person is belig helped toward a goal' that involves greater 
participation la the- larger "normal" social structure. At lea$t some stigma 
of the disability has been removed, or covered up. The individual has been 
moved into a more challenging, demanding situation which is likely to stimu- 
late further positive responses . It is accepted by most htqpan service % ; 
professionals that there is a limit to jthis process ~f or many clients yhlch % » *, 
is short of full,, stigma-free participation in the culture. 

W Deinstitutionalization of individuals who have been in a residential 
facility for a significant period o^ time is a measure which will redress . 
past injustices by replacing or augmenting custodial goals with ones which 
are developmental in nature. Th^estaJ>lishment of a jresponsive residential 
environment, is crucial to optimise n^lmalization. The crtsis which any 
geographically mobile person experierfces is accentuated for the older 
dey^opmentaHy disabled person who has bec^i socialized into a more structually 
different institutional eavironment (Cherington and Dybwad, 1974). Con- f 
siderable help may be required to* teach life skills necessary for survival 

in the community (Hawkins and Folsum, 1975). . 

** . • 

A more direct approach is one which is geared^ toward the prevention 
o% admissions to full-time custodial residential institutions in the first 4 
place. This approach is >analagous to the maintenance of health rather 
than' the treatment fltAcknesd 1 and disease • It requires the integration 
of support' feyst&as jdHb^propriete pace for the developmentally disabled , 
child just as the #9 Pchool system is appropriately paced for the age- 
graded develtfftw^it^tjfe^ie normal child toward economic and social self- 
sufficiency. Th£& implies the necessity for community-based institutions 
which interface vith the family and maintain developmentally disabled 
individuals in a normalized family and community environment throughout 
thei^enti/* life cycle/ In the absence of a comprehensive social system 
designed* to maintain ,the dfevelopmen tally disabled as full participants 
in the community throughout their liv*s, an obvious place to begin to 
develop such models is with the actual experiences of families of develop- , 
mentally disabled .persons themselves. 

* 

Family Integration, Structurally the family is a unit which performs . 
the functions of nurturance and control to enable the child to survive and 
* avoid the hazards, of k the environment. Performance of the nurt#ance and 
control; functions is facilitated or impeded by both the activity level 
of the child and the availability of assistance with the child's cafe. As 



u 



' - 4. 

' . ' • S 

these maintenance 'functions are fulfilled more easily* then the emphasis on 
emotional tends becomes more important. -Healthy families provide emotional 
gratification and self-esteem based upon recognition of and affection for . 
the uniquf Individual strengths of each member, rather than the impersonal 
competitive criteria of the marketplace. The family is an interaction 
process in which individuals leafcn'and practice roles appropriate for 
life cycle developnapn t . The degree to which families optimize emotional 
gratification £$dr self -est eejn depends upon the relative ease with which 
maintenance 'functions can be fulfilled. As maintenance functions are ful- 
filled, family members are enabled to participate in the usual activities, 
of tKeir relevant social networks. Family integration .can be, defined as 
"bonds of coherence and unity running through family life, of which common 
interests, affection, and a sense of economic interdependence are perhaps * A 
4 the most prominent" (Burr, 1973: 208). family integration, the adequacy 
of fftflly organization, is a critical factor related to the ability of 
families to recoverifrom crisis and therefore to their ability to provide 
a developmental^ disabled child w^th k normalized environment. 

Family integration can be operatiqnalized in terms of intra family 
•relationships stitch ^s marital satisfaction and degree of affection, family 
patterns such as size and kinship relations, and external, factors such as 
socioeconomic atatujs and neighborhood composition (Bo^sard and Boll, 1966). 
For example, Farber (1959, 1970) has demonstrated a relationship between 
family integration tod the institutionalization "of a retarded child. 
Additional relationships are delineated in the propesitional inventory 
compiled by^Goode, Hopkins, and McClure (1971). 

Community Resources . Even the birth of a normal child can be 
experienced as a crisis to the extent that it involves readjustments of 
other Bole commitments (Rossi, 1974). Parents have developmental needs 
just as children do (McBride, 1973). The ease of the role transitions 
of the parents of a developmentally disabled ctfLld, just as ior those of ^ 
the parents of normal children, will be facilitated by anticipatory \ t 
socialisation. Anticipatory socialization can be defined as contact 
which allows identification with persons functioning in the ro^e- *t * 
can be provided by interpersonal contacts and by studying written accounts. 

But wheref^-parents of normal children can rely for some experience 
upon wldely^ailable handbooks such as 'Dr. Spock or upon primary emotionally 
intimate contact with friends and kin, the parents of developmentally 
disabled children are not so fortunate. A parent organization can provide H 
an informative and intimate support group if one 'can be located (Auerbach, 
1968: 180-208 >* More often the requisite information is provided by secondary 
unequal -status contact with professionals special/istd, often un- 
coordinated, uninformed about the complet^range of resources available, 
and unable to suppfement diagnoses with specific aivice about parenting a 
developmentally disabled child (G&rham et 1975). The most bitter 

expression of feeling from parents often Concerns their being advised tso 
institutionalize their developmentally disabled children rather than 
assisting them to develop an adequate home adjustment (Zwetling, 1969; 
Washovitz, 1970). 'This lack of help can be contrasted with the positive 
assistance which parent* get in coping with medical diseases -euch as diabetes 
or leukemia (Kugel,- 1976) . .In addition to the ease or difficulty of 



obtaining inf armation^aAf assist^p, connniaity attitudes are an important 
"factor. They ^ay mediate, augme^M or deenphasize the impact of the label — 
ranging from revulsion, condejnaatifRy and avoidance to tolerance, altruism, 
love, and hope. * Identifying 'tomounity factions is as important as 
ascertaining knowledge About available resources. Public information 
=may be as jjfcortant as^ the provision of services (Lippmann, 1976). Under - — 
standing^ the dynamos family and communCty processes is essential to 
the .formation of ^lightened social policy * * " 

(Caldwell, and kicc#uti, 1973) * 
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Rationale • \ 

The rationale behind thfe Approach to ihe problem is derived frojn three 
sources. The first source is the demands of the* research question itself. 
In order to understand* the choices parents make in securing services for 
their developmentaily* disable cfiild it is*necessary to construct a 
quantitative profile d^theij needs and^resources as perceived by them- 
selves. Current planning efforts for developmentally disabled services 
have addressed^ professional serv±q4 providers 1 perception of need. However, 
the providers are not the group of people who make the original choice 
regarding the services' needed by individual children and their families. 
It i t s the 'parent* whp act* on the subjective ^nd objective information 
available to them iu ofcder to secure cate for their child. ."A great deal 
of- decision making has Already dcurred before the service provider is 
introduced to the situtfcon. It is felt that a better understanding of 
■ the patent's decision making that is derived .from a significant number of~~ 
parents will be Of „value\n an effort to serve those parents 1 needs. 
* * • \ ^\ 

The second source^of rationale for this study related to the study 
site.. Lake County, Illinois has a wide range of services for develop- 
mentally disabled persops that inclydes both residential and community 
based progtams. Althpugh the county has a diverse population and a wide - 
range of services, t"he servic4 delivery system is not as complex as would 
be found in a larg^urban area such as' Chicago. This expedited , efforts 
to select an appropi^afce , sample of parents and understands the available 
network of s'ervides^^in use. * ^ 

A third sdurce" T olkrationale for the approach to the problem related 
to the timing of ev^bts^in £he proposed' sample area. Various local 
effort* to plan services for developmentally disabled persons are mandated ^ 
by the Developmental Disabilities Services and Facilities Construction 
Act'(P.L. 91-$lZyr A mosA areas of Illinois this planning effort begins 
at the sub-region jljevel. Hbwever, within sub-regions 7/D.D. (Lake, Kane, 
McHenry, and part of Auroril Counties) the planning efforts had been 
brought down to the ^buntyl level. The most ^active county within, this 1 
sub-region was Lake' County/. Many of the consumers and service providers 
in Lake County had .become interested in developing a data base regarding 
the needs/wants of service consumers in their area. Because of this they 
encouraged the conduct of research. We received complete cooperation ( 
from all -relevant '"interests in Lake County. \ 

v . » ' * 

r 

' * s The context. of Gjte project is within the deinstitutionalization movement 



to provide normalizing environments for development ally disabled children. 
It is specifically .concerned with * the 'prevention of 'admiasions to residential 
last i tut ions which require separation of these children from their families 
and i p— unities Although we recognize xtther significant variables, such as ^ 
thi courts and legislation, .we believe the ma^o^ variable is parental attitudes |b 
and behavior. Parental bacfclash can be answered only by demonstrating alternative 
ways to implement the goAls of security and support over the entire life cycle 
of developmental^, disabled individuals. To the extent that parents are meeting 
these goals without resorting to institutionalization, their strategies can 
be generalized , f$r others. 

* ■ * * 

• If new admissions are to be deflected, it, is-necessary to deal 1 directly 
with ^parents; To provide optimal counseling *nd support, we must have, knowledge 
of family needs and how they^can be met by, existing resources or by creating 
netf 'resources given existing budgets and models of care. ^ ' ' 
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. RESEARCH METHODOLOGY 



li ordjer to Qondiict original research on the decision making process 
of patents whose children have developmental disabilities, a project was* under- 
taken for the p«iod beginning July 1977 with funding for two years from the 
Extradural Res£$rth and Developmental Grants Program of the Illinois Depart^ 
mentor Mental Health and Developmental Disabilities. 

„ The* study was conducted in Lake County, .Illinois. The county is. in close 
proximity to H6rthwestern University, which minimized travel time „ and expense. 
Lake County offers a wide range of services to developmentally disabled persons. 
There is a major st&te-operated residential center for severely and profoundly 
retarded persons. There are other smaller residential programs operated by 
private non-profit .groups* Ttte county is known foi "its comprehensive programs 
of Special education offered through the public school districts. . There are 
several sheltered workshop facilities for developmentally disable4 persons-. 
Within the area alternative residential 'programs for developmentally disabled 
persons are beginning to be developed *(e. g. , community living facilitft*, 
jroster hdme networks, group homes). The county contains people of a wi<}e t 
range of socioecon^aic, ethnic and racial backgrounds. Prbgrams are relatively 
new and expanding. Lake County tterefare provided an ideal situation in 
which to initiate the study* of parental decisidn making. I 

• . • • • 

The area of Lake County was , selected for the reiearch population because: 
(1) it is geographically. compact yet includes urban,, suburban and rural popu- 
lations; (2) it offers a wide variety of services for the developmentally 
disabled; (3) provider^ and consumers of^ developmentally disabled services 
have a history of coopfBration With past efforts .to secure related information, 
I and (4) the county contains people of a wide range 6t socioeconoi^, racial 
and ethnic backgrounds. 

Sampling was not necessary because the po}>ulation and delivery system 
was small enough to include all families and all service providers^- 

' r * 

Depth Interviews \ ^ r 

A \ : I * / . . 

An earlier study, conducted during the Simper of 1976 under a grant from 
.the Russell Sage Foundation to. study early chilcjhood socialization pfactices, 
\provided data which informed the present study. One aspedt of that research * 
'project involved conducting focused group interviews with parents of children 
regularly receiving child ca*e^ eervices, outside the home. The interviews 
involved discussions of several aspects of parental child care decision making: 
the initial decision to *have children cared for outside of own liomes, the 
decision to have* children enrolled in present placement, satisf action and 
dissatisfactions with the alternative selected, types of social environment 
desired, and their participation in center activities* 

Twelve group interviews weye conducted, ten with parents who*e children 
wert in centers serving normal children, and two with parents whose children 
were in centers for the developmentally disabled (?ax;k School, a program for 
the trainable mentally handicapped in 'Evanston, and Waukegan Developmental 
Center, a State-operated residential facility for the training and c*re of 
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severe and profound developmentally disabled persons).* % y ^ 

* V 

1 Because the number of interviews was small, Jt^e results of this study 

were regarded as exploratory- However, a dramatic! difference in the decision 
making processes of the two groups of parents wa^npticfed as they sought out 
appropriate services for their children. Because, the general public's 1 
experience # interacting with developmentally dijBS&led persons is very limited, 
^he parents of these ^children were not able iplpv^il themselves of the usual 
networks of information (i.e., from "parents, friends, neighbors)' regarding 
children's services, networks that are available to parents of "normal" 
chil4ren% As' a result of tftis information vacuum, the advice of the family's 
primary physician took on an added weight. Often this information complicated 
"the parents 1 decision making process due, to' its highly, technical nature and 
the physicians 1 ignorance of the child's future r potential and the current 
delivery system of developmental disability services; these exploratory 
interviews indicated that these parents ,were conf used , isolated and perceived 
themselves as inadequate to make an appropriate choice ot services for their 
developmentally disabled child. If the situation is as serious as this 
exploratory research .indicated, then it seemed necessary to study the issue 
, on a larger scale to define the situation more clearly and to indicate some 
feasible course of action that would dssist pardbts attempting to, make an 
appropriate choice of services for their developnjentally disabled child. 

It was decided to conduct additional depth interviews with individual 
f ami lies- to explore more fully the decision making process when seeking 
services for a developmentally disabled chil0. It was felt the depth inter- 
views yould provide detailed information abo.ut thte resources and service gaps- 
in Lake County itself* thus adding important information to a review of the 
literature for informing construction of the quantitative mail survey question 
I nair£. An opportunity to contact parents for this 'purpose was provided 
through the Lake County D.D.S.A.; Planning Group. * » 

In September 1L976 members of the Lake County D..D.S.A. PlaimiQg Group 
developed and 'sent out a four-page questionnaipfe to' approximately 500 families 
identified as having one or more developmentally disabled children. The 
survey listed community services utilized by developmentally disabled persons 
and /their families — educational, residentialyjrecreatiofi&l, transportation, 
.siippbrtive, and health — and asked -parents to identify services be^ng used 
presqplly as well as services they expected to need for their children 
within 'the next five years. At the end of the questionnaire an item was 
^ included which asked, "Aye you willing to answer additional questions in 
v the future regarding the need^pf developmentally disabled persons?" Space 
was provided for positive ^respondents^ to include their name, address, and 
telephone number. Individuals responsible for the development of this survey 
provido*" this project wijth.both letters of support, and th£*names, addresses 
and telephone numbers of parents willing to be interviewed, along with %he 
ages of their developmentally * disabled \jiildren, and the nature of the 
^-disability. Ten, families to bfi interviewed were selected so as to provide 
f variation in the nature of the developmental disability and the' age of the 
children for whom services were sought. Parents of mentally retarded, 
autistic, and epileptic children ranging in age from fourteen months to 
twenty years old were interviewed, including both black and white families. 



At this point the^titerviews.did not- seem to be providing further new 
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ajar insights, Sut we realized that all our interviews had 



been conducted \ 

with intact two-parent families. Since we f s elt that experience of >sijpgle 
parents might he significantly different insofar as they had less economic 
and Interpersonal resource* than two-parent families, we utilized our own 
networks to locate two* single' parents, both mothers, who agreed to be 
inter^ftwed.^ One resided in Lake County, the other in Evanston which is in 
Cook'Cotmty. Because we were focussing on the single-parent experience, v 
the 'factor of 'geographical residence did not seem a major variable for 
this purpose, * 1 * 

% We conducted a total of 14 depth interviews q|vering: (1) the nature 
of the child's developmental disability, (2) services which have been used 
and are expected to be used in the future, (3) how the current day or 
residential program was chosen, (4) satisfactions and dissatisfactions 
with the^e services, and (5) the effect of having a -developmentally disabled 
child upon the family,. The interviews, ranging in length from two to six 
hours, were all, tape recorded. TJie typed single-spaced transcripts range t 
in length from 18 to' 53 pages. , 



Review of the Literature and Identification of Major Subject Areas 

A .computer ized .review of the literature was conducted through Northwestern 
University Libr^y Computer Assisted Information Service ^NULCAIS) for a 
variety of descriptors related to developmental disabilities such as: 
exceptional child education, research and services, handicapped children, 
educable and trainable mentally handicapped, retarded children, autism,/ 
cerebral palsy, mongolism, epilepsy, mental retardation, regular class v 1 
placement, institutionalized persons, learning difficulties, low achievers, 
residential programs, special education^ parent education, community programs, 
and involvement, normalization, labeling (of persons), grouping (instructional 
• purposes*). / 

Hundreds of books, articles and reports were identified and their abstracts 
screened for reference to parental or commuriity attitudes and involvement^ 
These relevant publications were obtained and 47 pages of brief notes compiled 
listing major concepts, theoretical relationships, dnd empirical findings. 

- * DatA from the review of the literature was integrated with that from 
the depthlinterviews to develop a 7-page list of major subject areas and 
an item poL>l» 87-page Ust of related potential items for the~questionnaire. 



Development! of the Survey Questionnaire. 

At " 

The computerized review of tl^-literature and open-tended depth, interviews 
with parents were used to construct a mail survey questionnaire. The 
questionnaire was* pretested with 66 families of children attending three 
s<fhools *f or the development ally disabled in Evanston, Illinois. The City 
of Evanston, in Cook County, was selected for the pretest because of £ts 
proxinftty to Northwestern University and to take County. 

\* 

The questionnaire was dent- home in the children's lunch boxes along 
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witfe a cover. Ifttter from the director (at the two private Schools) or 
president op the parents 9 association (at the 'public school) • Parents were 
asked to reiurn the completted questionnaire in an attached self-addresed 
stamped envelope, and were .given about f fceek to do so. .The participating 
schools and return ^ratts vere as follows: Park School, Public School District 
#45,- 32/59 * 54Z* Rimlan4 Schocl for Autistic Children, 14/19 - 74Z; and, 4 
Shojre School (North Shore Association for the Retarded), 18/42 - 43Z. An 
additional 2 questionnaires* vere returned on which the name of the school , 
was*n6t specified for an overall response rate of 66/120, ■ 55Z. 

The returned questionnaires were coded and keypunched and a file defined 
for statistical analysis o^ the data with the Statistical Package for the 
Social Sciences (SPSS), system of computer programs* .The data was cleaned 
by eliminating out-of-range errors and performing a series of contingency 
checks. An examination of the frequency distributions as well as the 
respondents' written comments revealed ambiguities in question wording, 
and difficulties with, format. Changes weVe accordingly made for the final, 
target population |in the Lake County mail surveyjKjuestionn^ire . 

Following* revisions based upon the pretest results, a 57-page mail 
survey questionnaire was developed for the Lake County population. Structured 
closed-ended questions were designed to provide data regarding: 

— the manner .in which parents first discovered that their cftild was 
development ally disabled; 

*_th e availability of extended family and community support networks 
.for the parepts and their children; 

% — the nature of the developmental disability, skill levels, and kinds 
'of limits the children have; 

— the manner in which parents successfully or* unsuccessfully secure 
the community services needed by their developmentally disabled 
children; • c 

— the current professional intervention encoiAiteted and its perceived 
value; * . \ A ^ 

• 4 

— parents' attitudes regarding the direct services currently used fot 
.their children; * \ ^ 

— parental involvement in their children's educational programs 
organizations concerned with developmental disabilities; 

---parents' opinions about general policy direction* for the. provision 
* .of services for the developmentally disabled in their community; and 

— long-term plan^ and objectives these parents have for the'ir children. 

The Research Population ^ . 

.The population was defined as take County, Illinois, parents of develop- 
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mentally disabled children ag6s 0-21 w&o receive services in Lake County. 
For- 'the purposes of this study, development ally disabled was defined as 
children handicapped by mental retardation, cerebral palsy, epilepsy, autism, 
or multiple handicaps involving one of the foregoing, and whose handicap 
required more than 50 percent time in"a special education program. The 
stipulation regarding percent of time in special education was imposed to 
reduce the number of so-called "six-hour retarded children." The "six-hour 
retarded chij^l" is a phrase coined to depict the culturally deprived child 
whose developmental delays occur* only in the area of school performance*. 
Our definitipa- restricted the families, insofar as possible, to those 

having children with physiologically-based disabilities. 

f « 13 

; • m ' m 

Data,.Collection 

-Because federal l£w (P.L. 9^-142) requires that all developmenta^ly 
disabled children betye^n 3 and 21 years must receive a free appropriate 
education, and because early intervention programs} provide ferv ices to the . 
0 to *3 year old age group, records on all children are kept by special 
education public and private agencies. J • 

because of school administrators! interpretation of regulations governing 
rights of privacy, mailings requesting parents to consent to participate 
. in the study went out through the educational facilities serving Lake 
County: three special education school districts, a ifftate residential 
facility, a federally funded early intervention program, and six private 
facilities. Cover letters were included w^tsh the signature of the super- 
intendent, principal, or director- Due to. the low percentage of consents 
received after^ thfc first mailing (37.7 percent) these educational facilities 
also conducted a foll0w-up mailing* Essentially the researchers became a 
third party to their own research project. No Iteting of the population 
was available £or follow-ups to estimate the bias introduced by non-respondents. 
In future studies, every effort should be made to avoi^ the use of .consent 
forms mailed prior to questionnaire distribution and to 'obtain a listing 
of the population utilized for sampling purposes. 

The 57£page questionnaire in booklet form was mailed to each family 
(61 .*d percent)* wh6 finally consented to participate. Included with each * 
questionnaire mailed was a. return postcard which respondents were asked to 
mail separately at the same time they mailed the completed questionnaire. # 
The questionnaires themselves were filled in and returned anonymously.. A 
fpl3,ow-up letter with a second return postcard was sent * approximately one 
month later if ire had not received a postcard notifying us of its return 
before that time. These procedures resulted in the return of 330 completed 
questionnaires (43.9' percent of the- families identified and contacted; % 
72.1 percent of the families whfo consented to participate). 

By the time the foutf mailings were conducted (two for informed consents 
apd two for tH^mail survey questionnaire) time and money allocated for 
data collection were exhausted. Names and addresses were available for those * 
/families who consented and then did not respond, but the budgetary constraints 
precluded telephone follow-ups with this group. With the initial mailing 
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of coasqpt forms occurring In January 1978, the follow-up mailiftg to con- 
denting families who had not returned questionnaires was not completed uptil 
June 1978, at the end of the school year. 

Consent and Response Rates . % 

Consent and response rates varied depending upon the type of special 
education facility In which a child was enrolled. (see TaBie II-A>. The % 
lowest' tate of questionnaires cbmpleted. occurred in the urbatj Special education 
school district (Waukegan, Illinois), whether completion rates are calculated 
on the badis of families originally contacted or on the basis of families 
who consented to participate irl the survey. v 

Demographic questionnaire items made it possible to compare^ seven 
characteristics of respondents to 1970 census characteristics of the entire 
Lake County population 1 ; as well as the city of Waukegan subpopulatifcn (see 
Table llrB) . Waukegan contains a larger concentration of low income families 
and of vjainorities than is -true for the county as a whole, which prpbably 
accounts for its lower response rate. In general, our sample seems to 
be fairly representative of the Lake County population in terms of range «. 
of social and economic characteristics, except to overrepresent minorities, 
high school "graduates, and sipgle-parent families. 

• r 
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Table II-A* 



Lake" County, Illinois families with deveibpmentally disabled childrSHp years of age and under — identified 
% consenting t<| participate in*s<irvey, and returning^urvey questionnaire 



Educational Facility 

Special Education School Districts 
Waukegan ■ 9 

- NSSED* 
SEDOL** 

State Residential Faci^jfrfrv 

c Waukegan Developmental Center 

* 

Federally Funded Early Intervention 
Lake-McHenry Regional Program 

<• * 

Private Facilities 
Countryside 

Glenkirk ' 

Grove « • . t 

Klingberg 

Lambs 

Moraine 



Families 

contacted 

(N) 

(274) J 
( 77) 
(214) 



"J 



( ?9) 



( 70) 



( 10? 

( 7) 

( 22) 

( 2) 
< 

( 3) 



i 



Out -of -County Facilities Identified > 
through Special Education School Distrfc'ts % 
. Waukegan / • (2) 

NSSED* ( 15) 

SEDOL** i ( 25) 



Missing Data 



Families, who 
consented to 
participate 



/Z 



(N) 



% of those 
contacted 



Families who returned surveys 
X of those X q| ; those 
(N) contacted consenting 



rqai 



TOTALS' 



hern Suburqan Special/Education District 

**Special- Education Diat^r^ft of Lake County 



(141) .51.5% 
( 45) *'58.4- 
(15*4) 72.0 , 



( 21) 



( 39) 



( 5) 

( 6) 

( 22) 

( 2) 

( 1) 

( 3) 



( 2) 
( 10) 
< V) 



(75U \ 



100.0 
66. '7 
28.0 



(458) 61. 0Z 



( 73) 
( 35-) 
(118) 



26.6% 

45.5 

55.1 



( 1) 
( 7) 
( 5) 

(330) 



50.0 
46.7 
20.0 



43. 9Z 



51.8% 
77.8- 
76.6 



72,4 


( 18) 


62.1 


85.7 


55.7 


( 33) 


• 47.1 


84'. 6 










50.0- 




50.0 


100.0 


85.7 




85.7 


100.0 


100.0 


( 19) 


86.4 


86.4 


100.0 


( 1) 


50.0 - 


50.0 


100.0 


( 1) 


J.00.0 


100. 0 


100.0 


( 2) 


66.7 


66.7 



50.0 
70.0 
71.4 



•72^1% 



Table II-B 



Comparison of Respondents 1 Characteristics with 1920 Census Data for Lake County, Illinois and Waukegan 
Populations, and for Waukegan Ittack and Spanish-Language Subpopulations 



Lake 'County 



Total Population 



Waukegdfi 



1) Percent Minority 
> Black ^ 

Spanish Language 

2) Percent living in 
'county/community for 5 

or more years'* 

3) IjHn school years 
completed 0 

4) Percent high school 
graduates* 1 

5) Mdn- family income 

(1969) 
(1978) 

J 

6) Percent school-aged 
children in single- 
parent families/, 
household s, e 

7) Percent mothers 

of school-kged child- 
ren in labor force 

N - 



Families 


1970- 


Families - 


1970 


Responding 


Census 


Responding 


Census 


. 11.3 


5.2 


25.5 


12.8 


1 3.1 


' 2.9 


10.2 


7.2 



66.1 



12.0 



80.4 



$17", 823 



64.4 
12.5 " 
63.3 
$13,009 



13.6 

47.9 
(330) 



11.3 



40.4 



74.2 



12.0 



68.0 



$15,6^2 



22.7 

i 

58.1 
(98) 



79.8. 

K 
12.2 

"56.7 " 

$11,478 



15.9 



50.3 



Blacks- 
Families 1970 
Responding Census 



64.0 

• 12.0 
■ « 

60.0 
$1*0,333 



52.0 

60.0 
(25) 



76:8 



10.4 



33.7 



$8,500 



34.8 



70.9 



Spanish Language 
Families ' 1970 
Responding Census 



70.0 



8.0 



20.0 



$13,500 



70.4 



8.4 



24.1 



$8,641 



i 



'30. if 

JO.O 
"(10) 



,8.1 



44.9 



^espt&dents identified themselves a^ "Latino 11 ; 1970 Census reports fibres for Spanish language minority group, 
Respondents identified length of time theyjtad lived ii* their current dity or town of residence; tfie Census 

categories of "living in same house" and ^Hfe^^t house,* same county" wete combined^ , 
Respondents identified level of s&hooling lompleted for child's mothejr;* Census data reports figures for al|^_^ 

adults 25 years of age and older., \ ■ % 

d Resptmdents reported for child 9 smother; Census data for all adults 2fi years of age and older. £ 
fcRespondents reported fpr childreii*21 years of age and under; Census data reports figures -for children under * 
.18 years of age. " . - 

f Respondents reported for children 21 years of age and under; Census data repdrts figures for women with own 

children 1/ years of age and under* v 
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4^ m k. CATEGp^ICXL LABELING 

y * . 

For as long as people have noticed differences, talked about them and written 
about the*, labels for categorizing others h$ve existed. Some of the difference? 
Are visibly obvious, .such as age, sex, and race. (see Tables II^-A to III-C for 
the distributions' of tf&se, characteristics in our sample) . For the population 
in general , expectations regarding the competencies of adolescents are vejy 
different than the expectations for preschoolers. The -developmental needs 
of children and their families correspondingly differ according to the children's 
ages. Any examin ation of decision-making concerning needs of developmen tally 
disabled children must take their age into account. Expectations may also 
differ according to the sex of the „ child. Parents may encourage boys to be 
more aggressive, and correspondingly pljace more restrictions on the activities 
of girls. Family patterns and associated child-rearing practices and expecta- 
tions differ .between racial* and ethnic groups. These three ways of categorizing 
all children — &ge, sex, and race — -are important llfeeause the associated expecta- 
tions may be important fy developmentally disabled children as well. 

At the time the survey questionnaire .was mailed to Lake County parents, in 
1978, developmental disabilities were defined as meaning a disability of a 
person, under 22 years of age, attributable to mental retardation, cerebral 
palsy, epilepsy, autism, or multiple' handicaps involving one of these conditions. 
For the most part (in 298 "qtft of 330 cases, see Table UEI-D) children had 
been diagnosed and provided with special education services on the basis of 
they categorical definitions and, the" parents in our sample were able to 
report the labels (mental retardation, cerebral palsy, epilepsy, autism) 
associated with their children's disabilities. For the 32 cases where no 
label was reported, the missing* data could have been accounted for in several 
ways: the Question could have been" -inadvertently skipped, parents might never 
have^been informed of the categorical label for the disability, or parents 
might \be denying the appropriateness of a label. We assumed that it was more 
lil£ly a parent either would not know or would be unwilling to report the- 
label if a child was mentally retarded than if the child had cerebral palsy, 
autism, or epilepsy. Amongst the mentally retarded it seemed plausible that 
the less severe the retardation the more likely the parent would be to den/ 
the applicability of the label preferring instead 'to think of the child as 
rtferely "a little slot* in school." tot these 32 cases, parents did answer 
questions about the function^ abilities of their children. l 0ur hypothesis 
that the children Would be amongst the 'most capable was not substantiated; 
,their functional disabilities were distributed serosa all levels (mild, 
moderate, severje and profound) in a nonaystematic fashion. For subsequent 
analyses, the 32 casQS were classified ki the intermediate, mental retardatiotffc- 
moderate, category}* 

The meaningfullness to parents of standardized intelligence test scores 
has been questioned by professionals and advocates alike* The child's ability 
to function on a day-to-iiay basis is regarded as more ^kportant. The majority-* 
(64.1 percent) of parents had not been told their child's 1Q levels (see 
Table III-E). Among' the patents' .who had been told, the IQ scores reported 
were consistent with, the American Association on Mental Deficiency's deter- 
"miration of levels of mental retardation using ranges for the Stanford-Binet 
and TCatteJLl intelligence teats .l Whether or not parents had been told their 
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children 1 * IQ scores differed by age of child, type of child's disability, 
family income , and race. 

i, • < 
Age of Child . Parents of preschool children were much more likely to report 
that prof clonals <Jid not know Vt^t tfceir children 1 s-IQ scores were (47% 
versus less than 10Z of parentr of older children) . H 

Type of Disability . Only ixf the ckse of mildly retarded children did a 
majority (711) of parents suspSct thatT'ptofessionals knew thpixxdhildren f s 
IQ scores but had not informed the parents.* 

Family Income . Parents in higher >ncome families were more likely to know 
theiiT children's IQ scores. Therefore, fewer high income parents suspected 
that professionals knew, but had not informed them. 

.Race. Minority parents were mor* likely to suspect * that professionals Knew 
their children's IQ scores but h^d^not informed them (75% of Latinos, 66% 
.of blacks, ^and 44% of whites). 
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Table III -A 



* 


v i 

Age of piveldpmentally Disabled Child* 




Preschool (birth to 5 yedrs old) 

* * 


23,5% 


1 


Primary (6 to -12 years aid) 


31.3 




Secondary (13* to 18 years old) 


30.7 




j 

Transitional (19 to 21 years old) 


14.6 


> 

• 


• * 


N-323 








Table III-B 






V Sex 






M«le 


57.11 




Female f 


42.7 




p 

• • 


N-323 



Table III-C 



- * 


Race 




t White 


» 


85. 4% 


Black 


11.2 


Latino 


* 


3.4 






N-321 



*If there was wore than one. developmental ly disabled child in the 
family* the parent was requested to answer the survey questionnaire 
for the oldest developmental ly die ab led child. N's are leas than 
330 due to missing data on certain questions. Totala may not equal 
100.0% due to rounding error. 
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Table III-D 



22. 



Type of Disability* 


Mental retardation - 


mild 


21.5% 








Mental retardation - 


moderate 


33.9 


Mental retardation- - 


sever^ and profound 


20.1 


Cerebral palsy 




11.7 

< 


Autism 


♦ • 


3.7 


Epilepsy 


r 


9.1 






N-298 . 









Table III^E 



I have been told that my child's IQ is 



Untestable 

35 or below' 

Between 36 and 55 

Between 56 and 70 

Between 74 and 85 

86 or above - 

Professionals tfon't 
my child's IQ is 



know trtiat 



Professionals may know, but I , 
have not been told 



6^8% 
5.2 

9.4 
3.91 
1.3 

# 16.9 

.47.2 
N-307 



'J 



9 

ERIC 



*When children were reported as multiply handicapped they were ^ 
categorised by type as follows: (1) mental retardation and epilepsy- 
categorised under epilepsy, (ZV mental retardation and cerebral 
palsy or mental retardation, -cegSral palsy and epilepsy- -categorized 
under cerebral palsy. 
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B. FUHCTIONAL ABILITIES 

Categorical labels such as "mental retardation," "cerebral palsy," "epilepsy,^' 
and^autism" have become -a commonly-used** shorthand for designating those 
developmpn tally disabled requiring services. Parents and professionals have 
raised a number of questions about the utility of 'these labels. Individuals 
within the categories may exhibit a vide. range of abilities and disabilities. 
Stereo types, ofteai based upon the most severely disabled within the categories, 
may become attached to the labels. Economically Or culturally disadvantaged 
children may be\ erroneously labelled as mentally retarded. To overcome these 
difficulties noncategorical definitions, based in part upon functional 
limitations, have been proposed. A number of measures of functional abilities 
in task areas (Table III-F) and treasures pf health assessment (Table III-G) 
were included to provide a more comprehensive view than the categorical 
labels alone would provide. • 4 



1. Functional Abilities In Task Areas 
♦ •* 
A bare majority (55-58Z) 'of children have mastered basic self-tare activities 
(see Self -Care section of Table III-F) . Basic communication skills are 
more variable (see, Receptive and Expressive Language section): approximately 
two-thirds easily handle giving and receiving affectidn, and understand ' * 
when spoken tojslightly less than half easily handle looking at people when 
spoken to or greeting people by saying hello; about one-third speak clearly, 
or at the proper volume; only one-f if OhWiake hands when meeting someone *f or 
the first time. Few have mastered writtlh language skills or achieved the 
capacity for independent living. » 

Age' of child > , As would be expected, most children's functional abilities 
improve with age* The exceptions are yorth noting. First, the ability to 
give and\ receive affection is the only measure to remain constant over the / 
life cycle. Second, the abilities to re*d, to write, and to use public 
transportation alone peak in the secondary school-age group (13 tq> 18 years 
old), dropping off in the transitional group (19 to 21 years old). We y 
interpret this to mean that the higher • functioning young adults would not 
require or desire an extended period of time in high school. ^ 

type of Disability . Degree of mental retardation is related to a systematic 
way to all of the functional abilities measuted. In general, children wl^h 
epilepsy ^resemble those in the moderately retarded category. The singlet/ 
exception is the ability tfo tide public T:ranspo*^tion alone (only 4% are 
reported a* handling this easily). This is likely due to lack of predicta- 
bility of seizure activity rather than tfiysical or .cognitive limitations. „ 
In general, children with cerebral palsyor autism resemble the severely and 
profoundly retarded. In those > cases where the physical* disability would 
not be as likely to affect performance, those- with cerebral palsy jure more 
like the mildly retarded: looking neat* giving and receiving affection, 
and looking at people when .spoken to. Children with autism are far less 
likely to give ami receive affectioA than the severely and profoundly 
retarded (27% compared to 58Z are reported as handling easily). 

Family Income was not associated with any of the functional abilities. Lack 
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of any statistical associations for* this variable supports our assumption 
that the operational definition of developmental disabilities used for the 
study resulted in a relatively pure sample of mentally and physically im- 
paired children. That is, there was no over representation of the economically 
aisadvantaged. 

•Race . On fll but two of the measures, more blacks were reported as handling 
functional tasks more easily than were whites (giving and receiving affection, 
and shaking hands when meeting someonesf or the first time). For Example, 
two-fifths of black children were reported as reading and writing simple, 
sentences easily as compared to one-fifth of white children. For some black 
children special education may be a remediation for cultural (disadvantages . 
* , 

2. Measures of Health .Assessment , * 

TJfl| majority of the developafentally disabled children in our sample are * 
nerceived by their parents as biing as healthy as normal* children (see 
Table III-G). PhysiologicaXhealth measures (general health, catching 
colds, and tiring easily) ^■bormall? distributed, with about the same 
* proportion of children hav^Jraote problems than normal children as having 
less problenis. Where a physiological problem would necessitate the child 
cowmicating the problem to the parent, developmentally disabled children 
are actually perceived to have less problems than normal children. Thus 
40- 6% are reported as complaining less often of aches and pains, and 33.4% 
are reported *as less fussy about what they are'willing to eat. With respect 
to unusiial behaviors such as headbanging, a majority (51. 4%) are reported 
as neverTengaging in this type of behavior; only 8.7% are reported as 
engaging in tKls type of behavior often. Slightly more than one-quarter 
of the children had ever had a seizure (29.3%) or were taking medicine 
regularly (27.8%). 

Age of Child . Age of child has little effect on developmentally disabled 
children's health. Statistically significant relationships were only found 
for catching colds and iussy eating habits; the problems declined as the 
children matured. There was a L tendency for use of medication to increase 
as children became older (21% of preschool children as compared to 33% of 
19 to 21 year olds). 

Type of Disability Even'though the fiumber of cases is small (N - 11) 
children with autism weye strikingly different than thf other children. 
Compared to normal children, no children with autism were reported as 
having generally poorer, health, catching colds easily or being fussy about 
what they will eat. The latter is especially interesting because of the 
frequent emphasis on food fetishes as one ctf the distinguishing symptoms of 
autism. Of the children labeled as having epilepsy, 100% were reported 
as having seizure activity (validating the label). Perhaps of greater 
interest, 61 of -the other children — labeled mentally retarded, cerebral 
palsy or ^utiafcic—fwere also reported as having seizure activity. Of this 
group, more seisuif ^activity was reported among the more severely disabled. 
Seizure activity was reported for only 12% of the mildly mentally retarded 
and 14% of the moderately mentally retarded compared to 39% of the severely 
and profoundly mentally retarded, 40% of/those with cerebral palsy and 36% of N * 
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those with autism. The actual incidence pf epilepsy may be masked brother 
labels which are given diagnostic precedence. Medication is not being 
utilized for behavioral control, but rather is associated with the severity 
of (he disability. Few of the mildly and moderately retarded take medication 
regularly (1Z% and 14%, respectively). The Incidence rises for severe and 
profound retardation (38%)^ cerebral palsy (40%), autism (54%), and epilepsy 
(85%).* 

Family Income is not systen^tically associated vitfc anjr of the health 
related measures except manifestation of unusual behaviors. Children 
from low income families are more likely to do unusual activities such as 
headbanging, rocking and clapping. Less enriched environments may encourage 
such self -stimulating activities. 

c 

Race is not related systematically with any of the health related measures* 
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Table III-P 
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Functional Abilities in Task Areas 



Handles Does With cfannot 
Easily Difficulty • Do 



Self-Care 



Self-care activities: for 

example, goes to toilet with- * 
out help, gets dressed, feeds 

self. 55.4% 2||2 16.5 N-327 

Eats properly. 55.0% 37.8 7.2 N-320 

Looks -neat. 58.3% 39.6 2.2 N-319 



Receptive and Expressive Language 



Gives and receives affection. 67.6% .31.1 1.1 N«321 

Understands when spoken to. 63.9?/ 30.2 5.9 N«324 
Looks at people when spoken 

to. 46.7%* 49.6 3.8 Ny319 



Greets people by saying hello. 45.0% 30.6 2AA 11*320, 
Speaks clearly enough to be 

understood. 35. 6% 35.9 . 28.5 N-326 

Speaks at proper volume. 33.2% 40.8/ 25.9 N-313 

Shakes hands when meeting ' 

someone for the* first time. 21.8% 43.6 33.6 U-321 

Learning 



Reads simple sentences. * 24.8% v 14.5 60.7 N-32$ 

Writes simple sentences. 20.5% 13.3 66.1 N-322 

Capacity for Independent Living 



Organizes activities for self: 
for example, turns on TVj, picks 
up book or magazine, suggests 

playing a gase. 58.4* . 17.7 23.9 N-327 

* # 
Knows how to behave properly 

in' different settings. 36.8% 52.1 11.2 N-321 

Self-lielp skills: for example, 
shops , picks out the' right 
clothing fort the weather or , 
^event, preparts some meals, f~ 
handles money. ' ■ • 22.8% 25.2 , ' 52.0 N-325 

Ridrfs public transportation ' 

alone. . * 15.8% . 4,7 79.5 N*S17 
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Table III-G 



Child's Malth 



1 



Compared to Normal Child's 

Must be Vatctied closely 
because of generally poor 
health. 

Catches colds easily, 

Gets^ttred easily. 

Complains of aches and 
pains. ' * 

Very fussy about what she/ 
he sill eat. ^ 

-Manifestation- and Treatment 

Doea unusual things like . 
head-banging, rocking, , 
clapping* 



More Than About the Less Than 
jfogmal game Normal 



15.7% 
23.2% 
•, 20.7% 

^>>5% 

17v0% 

Often 



8.7% 



Has your child ever had a seizure 
(convulsions, spells, or, fits)? 

Is your development ally disabled 
child taking medicine regularly? 



65.8 
62.1 
"6lTl 

49.8 

49.5 



,18.5 
14. 1 
18. 2> 



Sometimes 
40.0 



Never 

51.4. 
7. Yes 
29.37. 

27.87. 



^ 40.6 * N« 
33.4 f N« 



•313 
■319 
■319 

r 305 
<* 

■317 



N-321 



N-324 



N-324 
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* f <J. WE SOCIAL WORLD** ' . 4 % 

% 

The hone is the'id^al place for learning to interact with normal children and 
adults through the effective use of leisure time* Type of participation in 
tout in e household activities w*ll -affect the nugber of skills learn fed. 
Participation also teaches the value of constructive use of lei/sure time. 
Th* more opportunities provided through the home for interaction with relatives 
and neighbors, the more normalized the dh^ld's environment becomes s 

Social, interactions with others may be limited or e^pufaged b^ the child's 
parents or own personal preferences* Approximately 60% of ,all the children 
are restricted ^to tHp house *or yard when they are unsupervised (see Table III-H) • 
However, ^Ke child's mobility without supervisiba is, as would'be expected, highly 
associated with age and type of disability* /By the age of eighteen to twenty- 
ppe years only 31Z are restricted to the house or yard if thgy ar^not 
supervise^. As (he dev&ity of the chtfLd'? disability Increases, so* does * jr 
the amount of supervision* More than 90Z of % the children do watch television 
(Tablf ifl-I) . One-third»of them have the" amount of TV viewing time monitored 
by theu parents. Whether or not parents* place limits on the amount of time 
spent watching TV is not* associated with either the chip's age or type of v 
^disability except^fcor the very youngest and most severely disabled whqjo 
.not watch TV. The extent of interactions with other children \s rarel^ * ^ 
limited by the child's own preferences (Table III-JT. Only 5% prefer to be 
alone rather than with friends and almost two-thirds have no friendship 
preference because they enjoy being with everyon'e. 

Outside of* school 1 the vast majority are engaged in meaningful activities — * 
sdch as doing homework and chores, engaging in family activities or watching " 
TV (Ta|>le IIL-K). Very f e* are often just wandering^aimlessly (6Z). Brothers' 
and sisters are the most frequent playmates, followed by unrelated i\prmal 
children, ?nd then by cousin* or other relatives (Table III-L). Less than 
one-third" spend" time outside *of*school with other developmental! y dfpabled 
lldren. The family ahd community do provide a 'Wins t reaming" or normalized 
rironmeat. Ninety petcent hhve the ability "to get along nicely" in their 
keractions with these playmates (Table III-M). About one-third do h&ve 
'"ciculty in terms of concentrating on dad initiating activities* 

Child, Social Relationships dd change significantly over the life 



cy£le. * Amount of time spent *\Ln activities with parents,, siblings agd other \^ 
relatives decreases dramatically. For example, j>3% of the preschool children 
were often engaged in activitj.es with family members compared to only 23t 
of the transitional group. Correspondingly, over the life cycle more children 
in each subsequent age group spend tiara watching TV and tfith other develop- 
mentally disabled children, t Jhe older The chi&fc* the more constricted the * 
^social world ^ems to be* f 

Type of Disability * Severity of the disability is associated with social 
relationships in a predictable fashion. The mildly retarded have the most' 
extensive social contacts ahd capabilities. Children wi^h autism have the 
least. * 

- * ■ \ 

Family- Income. , On post of the dimensions investigated, f^f.ly income is not 



Associated with social relationships. The two except icms are worth noting. 
Children from low-income families wen much more likely than children from 
1 higb-incsope families to help around 'the home (42Z versus 24Z) and to s£end 
time with cousins or ot^er relatives /utside of* school (34Z versus 13Z) • 4 

Race* Children from black families had more social interactions with a wider * 
variety of people and were evaluated as having better interpersonal skills 
than were children from whit^ families* p " * v 
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T*bl« III-H 



Parents usually establish limits to how far a child cap go alone- 
What is the farthest from hojae your developmentally disabled child 
pay go without supervision? 


Our house or yard only 


* 

58.9% 


Around our block only 


6.5 


Across the street y 


3.1 


In our neighborhood only, and may cross 


8treet(8) ; t9.6 


All over the community 

4 


11.8 




N-321 



Table III-I 



Watching TV seems to be a favorite pastime for children. Do you 
limit the number of hours your Aild spends watching TV? 



Yes ' " 33.67o 

No - •* ' 57.8 

It "isn't necessary -because our child t ~" 

doesn't watch TV. ' 8.7 

N-277 



Table III -J 



What kind of friends does your developmentally disabled child 
prefer? 

• . , , , — . 


* 

Has no preference, likes 


to be with anyone 


62.7%' ■ 






13.9 


Younger children 


* 


9.5- 


ChiWran of the same age 








' . 5.4 .- 


Adults 




,5.1 


prefers to # be alone 












Older children 




N-Z95 
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Table III-K 

I 








\ 


r During the tine your developmentally disabled child is 
. / at home on a regular Week day, what is 'she/he usually 
doing before going to bed? 


• * ■* 

Often 


Sometimes . . 


Hardly Ever 






Wandering aimlessly; no real 

activity. 5.8Z 


20.1 


• 74.1 


N - 


259 


Working on developmental skills, 0** 
doing Homework, or reading. * 18. OZ 


37.2 


44.8 

* 


N - 


266 

♦ 


Helping around home (for eiample^ . 

taking out trash, setting table, 

sweeping, feeding jpets) •* *f >\28.7Z 


. 30.5 

• 


• 

, 40.7 


N - 


275 


. Activities with f^Lly (for 

example, games, reding, * .51*1% 


"37.6 


11.3^ 


N - 


274 


Watcfcikg TV or listening to 1 ^ ^ 

radio or record playet. «%| * 72. 6Z 

! V . % * ' ' j ' 

' ' - ■ »'V cr-r^ 1 


• 18.5 


8.9 


n - 


♦ 

281 



Table Ill-L 



I — " ; : ^* ~ m — " — ' 

. * • Outsidfe off schqol? doe% jfcur developmetitally disabled 
.* ' J . chjld spend time with: 


■ \. '-'-^V Often 
Bfotherj or sisters? 62.9Z# ; 


Sometimes 


Hardly Ever 






18'l 


1 19.0 


h' - 


310 


Cousins <}r otfier relati\fes? 23.2Z - 
Kormal children)*, not felaJtives? . 3I.7Z ' 


29.1 
31.1 . 


47.7 
37.2 


N - 
N - 


306 
309 


Developmentally disabled child (ren), 

not relatives? § * 11.1Z. 


19.9 


#69.0 


K - 


297 



'■ERIC 



43 



32. 





Table 'iII-M * 




3 

* 


* 

< 








* ** # , • " 

Below are son4 items about getting along with other children. 
Do they describe. how your developaentally disabled child gets along? 




s — 


Often 


Sometimes 


Hardly ever 








the ability to get along 
nicely with other children. 


65. 5Z 


25.3. 


9.1 


N - 


316 




Is able to ^it down and-concentrate 
on a game. ^ 


31. 3Z 


31.0 


37./ 


N - 


313 




Can initiate an activity with 
other 'children. 


31. 8Z 


29 ."6 


38.6 


N" - 


"314 


t 

* 


My child always wants to have 
his/her own way* 


29. 7% 


43.8 


26.6 


N - 

' a 


313 
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% A. ATTITUDES TOWARDS MAIN STREAMING 

Theoretically malnstreaming can fee conceptualized as a continuum providing 
deve lopmen t al ly disabled children with an increasing amount of contact with 
other children. However, parents 1 , attitudes do not seem to be organized in 
this fashion of increasing or decreasing favorabllity towards amount of con- 
tact provided. Rather their attitudes are biaodal, favoring either separate 
buildings or a combination of special and regular classes within a regular 
attendance center. Conversely, there is little support for either total. in- 
tegration or for self-contained classrooms within a regular attendance center. 
(See Table IV-A) 

Slightly over 2/3 of the parents reported that their children wete in the type 
of environment they, perceived as most appropriate, although not necessarily 
in their' own community (see Table IV-B). Of the parenj* who reported that 
their children were not in the most appropriate environment, virtually all had 
children who were attending separate schools for the development ally disabled. 
Not surprisingly parents of mildly and moderately retarded children were more 
likely to favor a combination of special and regular classes within a regular 
attendance center. 

Attitudes towards* malnstreaming are based upon judgments about both the educa- 
tional and' social needs of developmen tally disabled children (See Table t?rC). 
A majority of parents feel their children learn more In special education ^ 
classes (82. 11) ami would have difficulty getting along socially if all the 
other children in the program were normal (59, 5Z). On the other hand, they 
also" feel their children would greatly benefit from meeting more normal chil- 
dren (60. 0£). This complex assessment of different needs may account for their 
ambivalence aboyt the motivation for malnstreaming (see item #5, Table IV-C) . 

Age of Child . Parents of younger children are more likely to express attitudes 
favorable towards malnstreaming. This may reflect a more hopeful outlook among 
younger cohorts and/or that developmental delays are not as accentuated for , 

younger children. 

* * 

Type of Disability . - As was true for feelings' about appropriate environments, 
not surprisingly parents of mildly and moderately retarded children were mora 
likely to favor malnstreaming than were parents of children with severe or pro- 
found retardation, cerebral palsy or. autism. x 

Family, Income did not seem to be systematically associated with attitudes toward 
mains t reaming. 

\ 2. Parents ^Priorilles for Programs * 

4 

Program priorities are cl.arly child-centered (see iteas ranked #1-5, Table IV-D), 
with parents' needs second (see iteas ranked #6 and 7), and mode of service 
delivery least important (aee iteas ranked #8 and 9).. \ 

'* , • * 
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Tticre is a lot of talk these days about "DiaTns treaming" children with 
d«ulg>pm*ntal 'disabilities into programs and classrooms with normal 
chiflfcen. Mainstreaming means different things to different parents. 
If your child were to. be malnstreamed into the environment which-you 
felt to. be most appropriate for his/her developmental disability, Vhich 
of the following alternatives would you choose? 



Having 'child attend a special education program or school for tpie 
developmentally disafiled located in your community. * 

Having child attend special education classes in, the same building 
as other children attending regular classes. 

Having child involved in some special education classes but also 
in some classes or activities with normal children. ~ 

Having child involved only in regular classes and activities with 
normal children. ( . 



47 .3Z 

12.5 

y 38.7 

1.6 
N-313 



Table Ig-B 



I VB— B ^_ 

Is your child actually, in the type of env'ironment-which you checked 
above as moat appropriate? : . : 



Yes, in our own community 

Yes, but not in our own community 



No 



40. SZ 
21. Z 
31.8 
N-311 



Table I7-C 



Some parents have made the following statements about mainstreaming. 
Do you agree or disagree? ^ 



Agree Uncertain Disagree 



My child learns more in special edu- 
cation classes than would be possible 
in regular classes. 

My *child would do better in a special 
recreation program than in a regular 
program. 



82.7% 



12.7 



73.3% * 14.0 



My developmentally disabled child would 
greatly benefit from meeting more nor- • 
mal childraa. 60 - 0% 

My child would have difficulty getting 
along socially if all the other child- 
ren in the program were normal. 59.5% 

Ma insMr earning is an excuse, for cut ting 
back f tends for special education. 33.9% 



18.7 



14. A 



29.6 



4.6 



12.7 



21.3 



26.1 



31.6 



K-307 



N-300 



N-310, 



B-299 



N-301 
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Table IV-D 



j TV-D * , 1. i 

If, you had a choice in selecting your deVelopmentally disabled child • 
program, how important would the following be in Baking your decision? 
(rank ordered. by importance of factors) 



1. That my child likes the 
program. 

2. That there are support staff 
available (psychologists, 
social worker, .doctor or nurse, 
therapists) . 

3. That the program is develop- 
mentally sound (small staff/ 

'student ratio, regular writ- 
ten .progress reports, skills 
instruction provided) . 

4. That the facility is attrac- 
tive (clean, well kept-Hip, 
have recreational and social 

' areas, provide meal services). 

5. That the program is easily ac- 
cessible (within walking dis- 
tance or with transportation 
provided) . 

6. That there. is an oppontun^ty 
for parent involvement. 

7. That I like the staff. 

8. That other students in the 
■ program have developmental 

disabilities which are about 
the same as my child's. 



Important 
96. 8Z 



9. That my child remain in the 
public school system. 



Uncertain 



3.2 



96. 2Z 



95. 2Z 
94. 9Z 

85. 8Z 

83. 9Z 
82. 9Z 



78. 5Z 
54. 4Z 



2.9 



3.2 



315 



1.9 

10.3 
6.8 



9.0 



20.1 



Not 
Important ■ 

0.0 



0.9 



1.6 



1.6 



12.3 
> 

5.8 
10.3 



12.5 
25.5 



5*311 



N-313 



N-313 



N-312 



N-317 

N-310 
N-310 



- N-311 
N-309 
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B. COtflmiTY ACCEPTANCE A- > 

• * * ' / 

1. Social Distance 

Labeling a developmentally disabled child as deviant nay result In both the 
chil d and the family being isolated^ frpn regular social contacts. Increased _ 
social distance and Isolation can occur as a result of "the family's withdrawal 
from social Interactions as well as because others exclude the family and child 
from their social activities. If parents are willing to initiate social Invi- 
tations, most (88.61) perceive their neighbors as willing to accept (see item 
ranked #1, Table IV-B). Fewer perceive their neighbors *s willing to extend 
the invitation (69.2Z), to accept the developmentally disabled child as a friend 
for their own children (60.31), or to accept the child as a neighbor living in 
a cowmity living facility upon reaching adultho53 (61. 3Z) (see items ranked 
#2-4, Table IV-E) . When relationships move beyond neighborllness to collegi- 
ality at work, at school and in clubs (see items ranked #5-7), only about 1/2 of 
the parent 8 perceive their neighbors as accepting their developmentally dis- 
abled children. Finally, least acceptance is perceived for relationships which 
symbolize adult -status in th£ community, opposite sex friendships and voting 
privileged (see items ranked #8-9) i Thus, social distance is perceived to in- 
crease as developmentally disabled children move from their own homes, to the 
neighborhood, to colleglal relationships and to full acceptance with all the • 
rights and privileges of adulthood. 

Age of. Ch*ld . Parents of younger children are more optimistic, perceiving less 
social distance, than are parents of older children. 

Type of Disability . The relationships between perceived social distance and 
type of disability are quite dramatic. Parents of mildly retarded children 
perceive the greatest acceptance (65-95Z think their peighbors would accept 
their children in the 9 situations Presented; interestingly lowest acceptance 
is perceived for opposite sex friendships) . In general, projected acce^tmce - 
decreases by type of disability as follows: moderately retarded, epilepX 
cerebral palsy, severely and profoundly retarded, autism. A majority (80%) of 
jlglghbors of families with autistic children are perceived as willing to accept 
only an invitation to the parents* own homes. A minority (0-44X) of neighbors 
of f amil ies with autistic children, are perceived as accepting of the other 8 
types of situation^ presented. 

Family Income . In general, lower income families perceive neighbors as more 
accepting. • 

Sex of Developmentally Disabled Child . Invariably, neighbors are perceived as 
more accepting of* development ally disabled daughters than of sons* - 

2. Entering Adulthood j 

f Thi nking of what their dev elopmentally disabled children will actually be doing 
uponreaching adulthood at~7T years of age, pa r ents mo st e onmo aly e xp re ss cither 
a continuation of familial protectiveneea .(child remaining at home and having a 

■ ■ \ 
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job In a sheltered workshop) or independence Cchild living on own or with 
friends and having a regular J oh in the community). (See items ranked #1-2 
in Tables IV-F and IV-G.) ' ' 

Age of Child . As was the case for perceived social distance, parents of 
younger children are sore optimistic. 

9 

Type of Disability . The sore severe the disability the*more likely parents 
are to chodse a community facility as the most appropriate living situation 
(see items ranked #3-5, Table IV-F) . Parents of mildly retarded children are 
most likely to expect their children to hold a regular Job <60.0Z). Parents 
of moderately retarded children project either a sheltered wprkshop (43. 6X) 
or a supervised Job_X31.8Z) as appropriate. A Job in a sheltered workshop is 
expected by parents of children with autism (88. 9Z), severe and profound re- 
tardation (69. 4Z), epilepsy (50.0Z>, and cerebral palsy (42. 9Z). 

Family Income . The higher the income .the more likely parents toe to project 
a cominity facility and a sheltered workshop as most appropriate. 

: Sex of Developmentally Disabled Child . Females are more likely to be expected 
to^ remain at home or to live on tbe*f^own and to work in a sheltered workshop. 
Rales are more likely to be expected to live in a* community facility and to work 
in a regular 6r supervised Job in the community. That is, females are perceived 
as needing more protection on the ^job whereas males, are perceived as needing 
more supervision in their living situation. 
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Parents' Comments Concerning the Future 

of Their Developmentally Disabled Child ^ 



Concerning her futures—I many times hope I "out-live her but the future 
cannot be ignored and must be planned for . We must t?ry to make it as^ pleasant 
for the retarded as we can. (#506) 

J * 
I feel parent 8 of younger handicapped youngsters, that will need super - 
visad living when they are older, sBquld he concerned ahout the future, now. 
It's easy to put it off and hope somet^Ssg^viJlJ>e available in 10 or 15 
years. It*s very hard to get parents to look' into the future. This could- 
he because the future is so uncertain—how far will their child daseOop , 
it will be available, etc. (#315) 

Can't bear to think about it now . Feel we* 11 cross that road when we 
come to it; that it is impossible to cope with something that*won't occur 
for 20 years. (#594) 



ilitlieV 



I would like to see all'kinds of "care f aeilitjieV available so I could 
place my child in- an atmosphere that is "right" for W- It would be un- 
realistic to put a child who is not self-sufficient in her own apartment or 
with friends. Then there are supervised facilities— as to what kind of super- 
vision it would of course depend on how independent my child is at that time. 
I hope by then there are enough "care" facilities available so a parent could 
make a caring»and educated choice and not have to place the child in an unfit 
area only because it was the only space available. (#590) 



\ 



I would feel much better about his chances of a job if he received at 
least h day vocational training beginning at the junior high level. This is 
not true now. He is a good worker.. He wants to "get a job". Training is 
the problem. (#054) 

_ • 

We are very concerned about our child's future financially. Will there 
be sheltered work shops? Although a number of family members will take our 
child if anything should happen to us, the financial burden is a great con- 
cern. (#134) 

"s 

Since we very much want our child to ll^e with us, I for see a pressing 
need For respite care. .As we get older, it may be physically more difficult 
for us to meet his needs, and any help in this area will be required. (#643) . 

Help!! .There seems to be little, in terms of counseling and information 
available. (#328) * 



Si 
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Table T7^Z 



Some people with developmentally disabled children find certain^ 
communities more accepting than others, taagine your own child 
at different stages in life; how accepting do you thinl^our own 
neighbors are (or would be) in the following situations? They^do 
(would): .frank ordered by frequency with which community accept- 
ance projected) ; \ 



Would Uncertain Would not 



1. Visit us when child is at home, 88. 6Z 



2. Invite to visit in their own 
homes* 



3. Accept as a neighbor living in 
a community living facility 
(upon reaching adulthood) . 



4. Accept my developmentally dis- 
abled child as a friend tpx 
their own ^children of tlie 1 same 



69. 2Z 



61 .3Z 



6.6 



12.1 



29.8 



age. 



5. Accept as a coworker (upon 
reaching adulthood) • 



6. Accept as a classmate at the 
same school for their own child- 
ren of the same age. 

7. Accept as a member of a social 
club, with their own children of 
the same age. 



60. 3% 

* 

52. 2Z 



51. 7Z 



18.8 



32.5 



24.0 



50. 5Z 24.8 

» » 



,8. Accept as a friend -for their own 

children of the opjposite sex. 46. 8% 



25.3 



9. Accept as • voting member of the 
commOhity with full legal rights 
(upon reaching adulthood). 4"2.4% 



32.5 



4.7 



18.8 



N-317 



K-315 



8*9 N-315 



20.9 N-320 



15.3 N«<314 



24.3 N-317 



24.8 * N*311 



27.8 N-316 



25.1 N-311 ' 
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v iable I?-* 



Which of the following choices of living situations do you think will 
be most appropriate (when your child becomes 21 years old? (rank " 
ordered, by frequency with which living situation expec ted) y % 



1. With me at home. / 

2. Living on own or with friends. 

t 

3. ' A.private residential facility (like Grove or Lamb's). 

4. A supervised apartment house unit. 

■\ * 

5. A public residential facility (like Waukegan" Developmental ^ 
Center) " * ■ 



f 



j — 
34.0X 

21 ."8 

19.8: 1 

12.5 

4 

11.9 
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Table EMS 



Which of the following choices of work situations do you think will be • 
most appropriate, whfa your child reach es age 21? m J. 



1. A jolAn a sheltered workshop, 



2. A regular job in the conaaunity. 



3. A supervised job in a special business program (for example, 
in a hospital, restaurant, or motel). 



43. 5Z 



32.4 ; 



24.1 

N-^53 
i 
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C« AjmCIPATED NEEDS' FOR RESIDENTIAL CARE 



Although- few children are old an* capable enough tfr look, after themselves (3.3%), 
•not* many parent a have, contingency, plans for placement In a superviseAdracility 
(10. 2Z) in the event that they became unable to care for their developmentally 
iipabled children. The majority^expect other family members or friends would % 
^caA for t£eir chifdren (63. GZ). 'lie remainder, about 1/5, simply trust to the 
'future or leave placement up tb the State* , (See Table IV-H.) 

' 4. 4T • , - * - < 0 

''Few p'arentsShaw long-range plans involving a residential placement^ Even if 

the eventual iieed for such^a placement is anticipated, the timing^ 

transition is left ^ague (see it^em ranked #2, Table IT-I), 

Nq£ surprisingly, parents of younger children are more likely 
>mL t ;Lves or fr^e^ds; paren^of* older ^Lldren are more likely^ to 
^Jfeoi^ s^pervteect facility. The jmore s.evere the disability, "the more likely 



facility is to have, beea planned. 




V 



* 
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ffcrents* Perceptions of .Their Child's Need 
for Residential Placement % 



*Ae *igfrr*time is when the famil> can "no lpng*r provide what the'child 
needs effectively—when more help, teaching, etc., is indicated. Family 
health also shoRl'd be considered. I f^el no cm member, retarded or not, . 
should be more Important than any other member. However, the retarded per- 
son deserves no less than the best opportunity to develop his potential. (#263) 

I am looking for a residential home now—My son iail9 and the longer I > 
wait the harder it will be for him to adjust to adulf living. It is diffi- 
cult to find a* placement-with waiting lists everywhere *re turn-and not mfeh r 
help from outsiders. (#310) 

I placed my child 12 years. ago because I could, not continue to care for 
her and give her and the rest of* the family the necessary time. At that time 
there were not any programs for after schoo^ etc . and 'I was physically worn 
down and could not continue as things" were. I needed physical help more than 
anything else. (#776) 

* — — ■ — » • 

We would like, if at' all possible, to avoid residential placement, but 
feel that, realistically, this may h^ve to be considered someday. (#583) < 

* • 

X. ' ' ' ' ' •* 

Children who are normal grow" up and leave home at about this time. It 
would" be unfair to our child to keep him at home without friends and activities 
(#281) + . , • - ' 

We plan to havrVur child finish his special* education years an* then 
see what the possibilities are for his future.- We would like to place him' 
tm a permanent home while we are still healthy and able to visit him and have 
fim home for vacations. After his schooling is finished, we feel he will truly 
'miss his friends, all; DD Individuals, and would be happier in a residential, 
or community living placement before an emergency arises and he has to be 
abruptly uprooted from home. We don't know at what age this will*be. • (#508) 

Plan to place in early to mid^eens'because: l)We are weary; 2)1 feel 
"unprepared to c*re for a menstruating teen w,ith developmental disabilities; 
3)if child Is positively going to live elsewhere, this seems to be a fairly 
natural jime to make a transition; 4) considerations of various sorts in regard^ 
to adolescent sibling same sex. (#328) ^ ' * . 

* ( • 

/ 

• * » s » 

- Our child will finish .chool at 21. Her brother, and' sisters will most 
likely not be living at home. He father and I will be in our 50. s. I think 
if .a good residential placement cdffc be found it would be to everyone s ad- 
' vantage. I think at age 21, our c«ld will want friends, a social life, etc., 
6hat we will not be able to provide and the community cannot provide at this • 
time. -(#345), »„ • , . 

• * 
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fable IjMt a| 3 — _^ 

Many parents are concerfiw about "what would happen if for some reason • 
they were unable to care for their development ally disabled child.* 
What do you thlf*-*»uld happen to your child if you wfere unable to 
car c* for hia/het? (rank ordered by frequency of future type of care 

: ; anticipated) * ■ 

1* A family ^tber or friend would care for child. s 63*0% 

2. 1 pray to outlive child; 1 live fjrom day-to-day and trust 

the future will, look after itself. 13. 9* 

3. I have planned for placement* in a supervised facility. 10.2 

4. The State would place and care tor child. 9.6 

5. Child* is old and capable enough to look after him/herself. 3.3 

" i N-303 * 



Table 17^1* , — 

If your future plans include residential care for your 4evelopmentally 
disabled child, when do you pian to do this? (rank ordered by frequency 
with which timing of residential placement planned) , 

1. Do not plan presidential placement 43.0% 

2. Otbdf plans (not specified as to timing of placement) 32.9 

3. M/dhild.is currently in a resident^ facility.. .11.3 
•4. When he/she becomes .21 years old. ^ . , 7.0 

5. As soon as .we can f iut^a place for him/her. v 3.Q 

'6. When our child finishes his/her current day program. .2.7, 
^ . H-328 
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A* ATTRIBUTION OF CAUSALITY 



Parents have different reactions to finding out that they have a child 
with & developmental disability. Some seek to reorder their lives and 
expectations by finding out as such technical information as possible. 
Sow wonder if the disability was caused by something they did or something 
that happened to them. Some are able to accept the disability without 
searching for reasons. Parents may agree or disagree with the explanations 
offered by doctors. ' ^ 

Parents were given a litet of eighteen causes for their child's developmental 
disability (Table V-A>. They were first asked whether an£ doctors had • 
mentioned each as possible causes. They were then given the same list and 
asked how many of these thejr personally believed were causes. Parents most 
often responded that doctors did not attribute causation or blame and they 

«d to concur with this judgment. There is^a very slight tendency for 
ts to blame themselves to a greater ^xtentk than doctors are reported 
(Items 6, 8, 9,-10, 12, 13, 14, 16* 17, arid 18); and for doctors to - 
provide a non -evaluative , medical explanation to a greater extent (Items 
■2, 3, 5, and 11). For the most part*, there is very close agreement reported 
^between doctors and parents. There are t^fp areas where attributions of 
causality are reported to differ markedly. Parents are more likely to attri- 
bute the disability to the will of God than are doctors (37. 5% versus 18. Sly 
and to blame the medical profession for a mistake (17. 6Z versus 10.4%) . 

Sometimes after parents learn that a child of theirs is 4|velopmentally dis- 
abled, they make a decision about yhether or not they/wa]p more children. 
Parents were asked to describe their personal thoughts about this decision 
(Table y-B) . The most common responses given indicated that having a 
developmental^ disabled child was irrelevant to decisions about having 
more children. Approximately two-fifths just waited wore children (Items 
1 and i) and another one-third did not (Item 3). If the developmental 

^disability did make a dif ference parents were more likely not to want more 
c&Hdren. Approximately one-quarter were .afraid additional children might 
be .development ally disabled or that tty&y- would not have, enough time, energy 
and money for them (Itfems* 4 and 5)'. A smaller proportion of parents, one 
out of every* seven or eight parents, wanted more children in ordet to help 

s th£ deyelopmentally disabled child or in order to have a normal child (Items 
7 and 8). Concerns , for tke mother's health rather than concerns for the 
children were the, deciding factor for some parents (Items 6 and' 9). 

' Age of Child . The younger the c&ildren, the more likely the parents, were , 
to have made a decision not to have more' children, after learning about * 
the developmental disability. It may be that increased emphasis on main- 
streaming has made' parents more awar& of the extra effort a developmental^ 
disabled child will require and more fearful about . having' additional children 

gelther-Type jof Disability nor Family Incopfe seemed to be related in any' 
systematic fashion to parents' dec*sons about having # more children. 
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Table V-A - 



Attribution of Causality i» 
(Bank ordered by frequency of doctors mentioning causes.)* 







% 1 ' 


Doctors 
Mentioned 


■ Parents 
Believe ' 


« 


1. 


She/he did not know what caused the 
condition or said it was not anybody's 
fault: it could have happened to anybody. 


• 

r 61.8Z 


60.4% 




2. 


Difficult delivery.-"' 


20. 4Z 


19. 9Z 




3. 
4. 

# or 


Genetic problems. 
The will of God . W . 


20. 4Z 
18.8Z V 


18.9Z 
37. 5Z 

« 




5." 


* * 

A childhood illness or accident. 


12. 5 Z 


12 AX 




• 6. 


r 

Baby was premature (or postmature) . 


11. 6X 


m ' « aey 

11. 8Z 


*. 

t 

* 


7. 
8. 


A medical or doctor's mistake. 

An illness during pregnancy 
(such as toxemia or rubella) • , 


10. 4Z 
10. 3Z , 


m w. ^ sr 

17.6* 
10. 6% 




9. 


Mother too old to have had the baby. 


•m o Sr » 

7.8* 


^ 9.6* 




io : 


Family history" of 'developmental disabilities 


. 7.8Z 


9.3Z 




ii. 


$h incompatibility. 


4.'4Z 


3\7Z ' 




12. 


Drugs* alpohol, saving during pregnancy. 


3. 41 


5.0Z 




13. 


A fall during pregnant^. § 


• 3.4Z 


3.7Z 


■ 


14 r 


Environmebtil factors (for example, 

1 *jari_h,aas*ri na^Tif m^rp ii rv r»rtn t*atni nAtM on i „ 

XCttU UWCU | aSss * ^» ** • j LwULCumwikiv/u/ • 


2.5Z 


4.3Z* 




15., 


Qid not 'give the baby enough attention 

in infancy*. 

• * 


2.2Z 


1.9Z 


* 


16. 


MotHer's diet during, pregnancy . 


" 1.9T 


4,3%. 




17. 


Negative or ambivalent feelings about 
having the child. , ■ c 


1.3Z 


2.2Z 


• 

• 


18. 


A previous abortion. 


0.3Z 


0.9Z 



, *A11 N's > 319. m 
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Table V-B 



Sometimes after parents learn that a child of theirs is 
developaentally disabled, they make a decision about 
whether or not they want no re children. 
Do the following describe your personal thoughts 
about this decision? 
^ (Rank ordered T>y frequency feelings expressed.)* 



1. Just wanted wofe children. 

2 • More children wanted , and no reason to think that 
< ' /they would be developmentally disabled. 



3. . No^nore. children were wanted anyway. 

4. \ No more children wanted because they might be 

developmentally disabled. 

5. No more children wanted because this child needs 
so much time, epergy, and money. 

6. I was too old to have any more children. 

7 . More children wanted' in order to help the* 
developaentally disabled child. 

9. More children wanted because it was important to 
have a normal child. 

♦ . • * 

9. Was a difficult delivery; additional deliveries 
possibly .dangerous to my health. 



Yes, I felt 
this way. 

39. 1% 



38. 1% 
"31.2%, 

26.4% 

24. 8% 

ir.7.% 

14^5%/ 
12.3% 
9.7% 



z 



*A11 N'si %7. 
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B. EFFECT OH SELF AND FAMILY 



Having a developmen tally disabled child in the family affects ■others and 
fathers, individually, aa well as their marriage. The extra attention that 
a development ally disabled child requires can result la either strong bonds 
of affection or resentment. There may be opportunity costs insofar as the 
development ally disabled child requires so many resources — time, energy, 
money—that other activities have to be curtailed. 



1. Effects on Mothers 

Most*mothers feel that having' a developmentally disabled child has been 
beneficial to them personally (Tattle V-C, "Feelings 91 Itey 1 and 2). It 
Is also the case that most mothers, do not f?el adversely affected (Items 
3 to 6). When it comes to admitting negative feelings, 'however, attitudes ( 
are likely to be polarised (fever people expaess uncertainty)^ Thirty . 
percent feel uncomfortable leaving their child at home when they go out 
and about one-tenth admit to sometimes becoming sp frustrated they wish + 
the child would die. # 

When it comes to mother's social or occupational opportunities the develop- 
mentally disabled child is more likely to' have a neutral or* positive eff efct 
.than a negative effect (Table V-C 9/ "Perceived Effect"). At the same time, k 
counseling or respite care may be necessary for: the two-fiffhs who perceive 
their involvement in outside social activities to have been curtailed (Item 
3), and the one-seventh who perceive home entertajftiw and geographic mobility 
to have been adversely affected (Items 5 and 6) / 

Age of Child . While age of child does not seem to be associated with mothers 
feelings about their children, the olde* the child, the more likely mothers 
are to report a curtailment of social and occupational opportunities. * 

Type of Disability « The more severe the disability, the more likely mothers 

4re to admit having negative*' feelings about their children. That is, 

mothers with children having severe and profound retardation, cerebral palsy, 

or autism are more likely to wish they could go out m6re, feel "trapped" at 

hbme, and have wished their child would die. They are also more likely 

to perceiYe their social and occupational opportunities as having been restricted. 



Family Inc 



In general, the higher the family income the more likely 



mothers are to express negative feelings and perceive negative effects* 

) ■ • , 

2. Effects on Fathers and Marriages 

As vy the qase for mothers, the effect cm the majority of fathers is 
perceived as beneficial (Table V-D)% In general, husbands areint 
perceived as being affected a% greatly as mothers. 



ERIC . 



\ . 3. Tlae gag ft 




53 



In general, families sees to handle^tfe^developmental needs of their children 
very veil .(Table V-E) . Over two-thirds spend between an hour to one-half 
of their available time with their children. Less than ten percent fall at 
either extreme, either spending only a few minutes a day or having little 
time to do enyt^ng else* 

* ^ % 

Overwhelmingly, mothers .accept the major responsibility for-finding out 
yhat is available for their children and deciding among alternatives (Table 
V-F) . In terms of finding out about what is available mothers are equally 
likely to act on their own or in conjunction with^tbeir husbands. However 
'in deciding on an ^alternative, that is in acting upon information, both 
husband and wife are njuch more likely to be involved. Mothers are more 
likely to be the information gatherers, with husbands retaining decision- 
making power. In only- a very small proportion of families (2Z or less) 
do fathers act on their own or do grandmothers or~ other kin become involved 
in obtaining information or decision-making. 
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Effect of Developmentally Disabled Child on Self 
(Bank ordered by agreement and perceived good effect.) 




Feelings 


Agree 


Uncertain 


Disagree 




i . 


1 consider my time with this 
child to be well spent • 


84. 5Z 


10.7 


4.7 


N - 317 


2. 


Having a developmentally disabled 
child has made ml a better person. 


* « 


23 5 


13.2 


N - 319 


3. 

* 


1 feel uncomfortable leaving my 
development ally disabled child 
at home when I go out. 


30. 7Z 


6.1 


63.2- 


N - 313 


4. 

1 


I wish 1 could so out more 
without this., chlti^ 


21. 0Z 


9.1 

• 


69.9 


N - 309 


5. 


1 feel "trapped" at home because 
of av development ally 
disabled child. 

¥ » 


• 

14. 7Z 


♦ 

13.8 


-• 

71.4 . 


N - 312 


6. 


Sometimes I've become so 
frustrated by problems caused by 
the developmental disability that 
I've wished our child would die. 


• 

1L.5Z 


• 

3.8 


84.7 


t 

m 

N - 314 


• 


Perceived Effect 


Good 


No Effect 


' Bad . 


- 


1. 


Learning new skills. 


48. 1Z 


45.2 


' -6.6 


N - 314 


2. 


Religious involvement. 


34. 1Z 


59.8 


6.1 


N - 311 


3. 


Involvement in social 
activities outside your home . 


29.2Z-, 


50.0 


20.9 


N - 312 


4. 


Political -involvement • 


18. 3Z 


• 77.8 ; 


3.9 . 


N - 311 


5. 


Entertaining people in 
yohr home. 


12. 6Z 


73.5 - 


13.9 


N - 309 


6. 


Moving the family for new 
job opportunities. 


. 5.3Z 


81.1 


13.6 • ■ 


N - 301 




? 

Making a success of your career 


.13.3% 


74.*1 , 


12.7 


N - 158 


• 


} 

"\ . 

V 

i 

^ 




. ■ 

• 
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Effect of Developmentally Disabled Child 
/ on Husband and Marriage 
(Rank ordered by agreement and' perceived good effect; 
^questions answered only by married respondents:) 




Feelings 


Agree 


Uncertain 


Disagree 








i 

i • 


X n S a lxSXXVB wlul uae 

amount of time I'm able to 
spend aipne with my husband. 


64. 3Z 


• 

11.8 


23.9 


N 


m 


272 . 


2. 


4 

Having a developmentally 
disabled "Child has made my 
husband a better person f 


52.6Z 


29.2 


18.3 


N 


- 


274 


3. 


# 

Having a developmentally 
disabled child has brought 
my husband and me 
closer together* 


51. 3Z 


1 

■ 23.6 


25.0 


» 

N 


m 


275 


4. 


Sometimes my husband hfcs 
become so frustrated by* 
problems caused by the * 
developmental disability 
that he's wished our 
child would die. 

V 


3.7Z 


• 

w:i . 84.7 - 


N 




273 

• 




' v Perceived Effect 


Good 


No Effect 


Bad 








1. 


Your riart£age. 


37. 6Z 


49.1 


13.3 


N 




271 


2. 


Tour husband's making a 
success of his career. 


7.4Z 


88.1 


4.5* 


N 


m 

\ 
•* 


270 




i 


* 




* 

* 


r 


• 
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Table V-E 



In order to- help a developmentally disabled child learn 
as much as possible, adults may spend & lot of time working 
with him/hter outside school. For example, this time may 
include" things like physical .exercise, simple tasks like 
tying shoelaces, reading practice, helping with homework, 
talking to your child, or playing games/ How much of £Our time 
on a week day is regularly *pent in such activities with your child? „ 



Ho Jti«» child does not live at hOn>e« 




Only a few minutes a day; ^ / 


9.2 


About an hour a day, more or less. 


33,3 




36,2 ; 


About half the time my child is at home. 


I do not seem to .have time tQ do much else 


* 

8.9 


when my child is at home. 




N • 315 " 




r 



V 

o 
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Table V-F 



In aakj.ng plana for children, usually parents go through two steps: 
(A) finding out. about what is available; and. 
(B)' deciding Which plan to follow. 
Think about tiow plans 7 are made for your developpentally disabled c^ild. 



(A) Who find(s). out about what is available? 
Self S- s ' ' 

Husband 
Both spouses 
Self and mother 
Self and friend or relative 



46. 9% 

2.0 
48.8 

1.3 

1.0 
N - 303 



CB) Who decide(s) which alternative to choose? 



Self 
Husband 
Both spouses 
Self and u»ther 



Self and frletid or relative 

4 * ' 



14.. IX 

r.6 

81.^ 
1.6 ^ 

*1.0 
N - 306 
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C. SIGNIFICANT OTHERS 



The isolation *i the nuclear family (husband, wife and dependent childjpfejC 
and .the burdfen of responsibility frr a deveiopmentf^lly disabled child can 
be lessened if support networks are available, Jjjatural support networks 
in^ude grandparents, siblings, other relative's, at^d friends and neighbors. 
Pxttessioifcal* Augment these natural networks . 

T. Domestic Support 

Regular help with activities that stimulate development tyioBt , likely^o 
be provided by* other members of Jthe nuclear family (TebWv-G) . In a »jority 
of the families. siblings or husbands are reported as helping regularly. 
Grandparents are available on a regular basis in about'one-quarter of the 
families. Friends and professionals are least often available, but even so 
^hey help about one family in six on a regular basis. 

For those families where one or more grandparents are still living, the ^ , 
grandparent* appear to accept the child's disability .and agree with the way* 
parent* are .handling the situation (Table V-H) . Grandparents put their 
feelings into practice thtough enjoyment of photographs, remembering • 
children's birthdays and offering child care when appropriate (Table V-I).. 

?arents are much more likeljy to ttt help wit| their children's social needs 
(Table 7-J, items 1-5) tha^witjr their routiSe physicalxare o* household 
maintenance (items 6 and 71 •^^proximately two-thirds^f the families 
receive help at home. with iomfotting the child, building character, social 
visits and/discipline. Tangible help with play, instruction, care of body ^ 
and' housekeeping duties cfccur less frequently. Help with, housekeeping, duties, 
the one are* whicK does not necessarily involve tontact with the child is 
the area where help at heme is least utilized. ' 

Ag6 of Child . The younget the child the more likely help was to be received 

from significant others and the more likely it was to be utilized for a 

variety of needs ylthirfche home. An exception occurred with help from 

siblings which was mone likely to occur for children of primary or secondary > % - 

achool-age. Since both' older and younger siblings are able to provide help, 

it \% most likely that' they are present at home and able to do so for children 

in these intermediate age groups. Younger siblings of preschoolers would 

be too young to provide much help and older siblings of those in the v 

transitional age group would be likely to have already left home. , 

Type of /Disability Was not associated with help received from natural support t 
groups/ Professionals, however, were more likely to provide regular help 
outside the school environment for children with severe and profound retarda- 
tion and cerebral palsy (for about one-quarter of the children compared to 
•about one-tenth for the others). The findings suggest that this type^of 
Jrofessional help is associated with physical disabilities. Grandparents., . 
on the other hand, were more likely to deny the child's disability- and to 
offer support to parents of children with mild retardation. Parents of . y 
children wish cerebral palsy were most likely to get help at home with a 
variety of needs; while parents o^jthe' mildly retarded were least likely, 
t .2 
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Income . Husbands from^high inconfe families were more likely to spend 

extra^ime with "the childreft on a regular ba^s. * Grandparents and ) other 
relatives were note likely to spend extra time with childrenjon a regular 
basis in low iptoma families. The aj*nmt of family income did >nofr affect 
whether or not regular help 'was received from siblings, friends atod pro- 
fessionals. Grandparents offered ipore emotional support in high ihcomfe 
families. They were more likely to approve parents 1 handling of the-*ltuationy 
to accept the children 1 s disabilities, to oppote i^sidential placement t to 
have '•as much contact as if the children were normal, to en joy ^having* photo- 
graphs, to remember the children's birthdays, and to offer for the children 
for short pariods. % On the other hand, it was ip the lowe**B Le families 
that -grandparents were more likely to ierreported a6 jwantin^^je children* 
to live with 'them if something happened to^the parentis. 

* 

Jg 

* s 2. Confidants and Consultants' 



Significant; otHfers were utilized as sources, of emotional support , .as^conf idants 
(see Table W^K) aad as sources of information, as consultants (see Table V-L) . 

j - ' 

\ As m|ght be-£xpected, members of primary groups are frequently confided in when 
there. are worries about the develofcmentally disabled child (husbands 88*8%, 

*and friends and relatives 41.9%, being confided fh oft^n). * What is perhaps 
more interesting is that social service professionals also seegu to be operating 
in this capacity traditionally associated with members of the primary, grtop 
of extended family (48.5% often cotffide in social service professionals). 
Conversely respondents are least likely to confide in a rabbi, minister or 
priest, or to keep their 'wotries to themselves?. ' . • * 

When advice is sought, as might be expected, health service and educational* 
professionals are those most likely to be talked to as "expert" sources > 
of information ,(4/5 woul^ talk to their child's doctor, or, teacher or 
principal). Again, whatsis perhaps lore interesting is that 1 - parents are 
next most likely to talk to other family members or friends, -choosing these 
primary group member's as consultants ahead of organizations specifically 
concerned wit^ their child's disability or other professionals such as_^ctel 
workers or psychologists. Least likely td be consulted f or o advice are 
librarians or staff members of 4 State governmental' of f ice. Underutilizatioft *v 
of these infjprmat ion sourqea could, result from either d lack pi awareness y 
of their expert ij^ or availability, ofcvtr om negative evaluations of the' 
j/alue to be gained, from contacting tjfe^ sources, - 

3/ Self-Help Mutual Aid * * m 

-it * " • 

Few pfereqts have m?de their child's developmental disability the focal po 
of their friendships networlc (Table V^M) • tOnly 3% report most ^l^o; 
their closest friends 4lso having chilcfrep, .who are development ally, dl^ab 
It may bf of concern that twenty-four of the parents in our survey j(&% of 
tlje total sample) reported not, havfSg any close friends. The effects of a 
cheve lopmeiit al disability on 'families may well be augmented , in cases *f 
social isolation. ♦ • /,/ * 

Parents come togJ^her to f or^mutu&l aid groups pirimarilV-through naturally 

* ..( ^ • 
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Occurring social network* rather than through the direct intervention of 
p professionals (Table V-H). By far the most la»pojtaat source of contact 
is the cMJ#*s school K82%)« The next most important sources'are by 
reguUr-edntact with friends or relatives or^by ,chande,«*s part of the" 
routines of dtoily living (45% and 37l, resjfectively) . A smaller number 
aafca contact* through voluntary organizations. (26%), through professionals 
(20Z) and through religious leaders (6Z).H 

Age- of Child is not associated with opportunities for contacting other parents 
of developmentally disabled children (except for the obvious case ef oppor- 
. tunitits through the child's scholia 

. Type of Disability. In general, the more severe the disability, the more 
likely contact is to be made with other parents through all available 
channels. Parents of children with mild retardation ar$ notably lower in 
terms of mgkin^ such contadta; parents of children with autism are notably 
higher. Parent* of children yith more definitive diagnoses (cerebral- palsy, 
autism, and ipllpsy) are morejlikely to meet other parents of developmentally^r 
disabled children through v<fcLttntary organizations than arfe parents of 
children with mental retafcfction. % 9 

Family Income . In general, the higher ,the income the more likely parents 
are to make contact through v all available channels. / 
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Parents 1 Comments on Relationships with Family and Jriends 
As^a Result of Having a Developmentally Disabled Child 



We have been most f ortunate' in having kind-hearted, sympathetic and 
understanding friers and relatives. -They were educated ^tlong with us and 
have \f8t been made to feel, uneasy or uncomfortable in any situation or sur- 
roundings. We have also received a great deal of encouragement from them. (#091) 



1 Friends «e concerned and • sympathetic but do not know quite how-to re- 
spond to child*. Some even a Mftle embarrassed abqiit asking about the child* 
Family has beeiL a * great help «d all seem genuinely to love and care about- 

this child. (#S1£) > , , - 

j * 

Very few friends and most of family wer£ unible to accept my child's 
severe retardation. (#773) - * 

*r % * 

Our friends and family have accepted our son very well. I think we 
have ail become considerate and thoughtful to any handicapped person. Most 
of us had no contact^ with handicapped people before. We have, also, become 
very active in my son's schooled our community. Out of this, we have many 
new fri&nds with handicapped children. ^*B1)^ , - 
« * • - 

I find most relatives overreact to the disability and are>afraid to be 
left alone with the child. vAlso they either expect too much f rom r them or- 
treat them like babies and fcaijd out advice without having any idea of what 
living witji or raising a .disabled cjiild is like^. Friends, On the other hand, 
respect the way I treat my ' child «and treat her the same always asking me to 
bring her along to play with their child or children although children 4>f- the 
same age seldom have the patience to play vith her and would rather.be with 
their own friends. (#382) , ' - 

Many friendships ceased to exist. Some people were afraid their child- 
ren would "catch .it", too. Some* of our "ilormal" chip's friends couldn't 
visit at our home because ot our*d.d. child. (#258)^ # 

\ • ' 

The attitude. changes of all ?hose involved by knowing a retarded child 
are remarkable. Most people I have met and become gdtod friends with and do 
nor have retarded children • seem' to grow In their awareness of the value of life. 
They tend to stop arid think of the importance of time and slow, down in their - 
rat race of living toy appreciate what -they havV . (#774) . 

We are more or less by ourselves. "We can't^go with him too many places. 
Not too many. people are willing or able 'to b ab y s it with him. And we couldn't ^ 
afford it too much anyhow. His brother and sister don't van!, much anything to 
do with him.' They may babysit with him when it's really necessary. We don't 
have too many friends or relatives come to visit us. 



V-G 



Is* there another person who regularly ^spends extra - 
tim outside school with your child on such activities? 
(Rank ordered by frequency help gitfen.) 





• 


2 Yes 


1, 


Chile's brQtbers or sisters « % 


57.72 


2.. 


Your husband 


56.02 


3. 


Child's.* grandparent or other relative 


24.02 


4. 


A friend »or neighbor 


15.82 


5^ 


A" professional (for example, 
a physical therapist ^a tutor) 


• 13.92 



A 



Table V- 
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Sometimes grandparents give options about how parents are 
raising their children. How Ao you think yotir child's 4 
grandparents feel about the developmental di^abil^ty? 
(Question answered only if any of child's grandparents . still living; 

rank ordered by agreement, ) v 



* 

1. They think i am handling 
the situation veil. 

2. If something happened to 
- us, at least one of them 

would want the, child to 
live with them. 

3. They tftlnk my 'child 
should be in a * 
residential school. . 

i • • • 

They do not? see anything 
wrong ^ith.my child. \ 

I. think that we do not 
have as mich contact with 
th^m as we vouJ^d if the • 
child were normal. 



t Str^gljL 



' 4. 



1^.4Z 
11. 91 



J 



6. OX 



Agree \ Agree 
70 .AZ 27. Q 



23.6 

^ 9 

22.1 
24.9 



11.2 



Disagree 

?.6 \ N'« 274 



32.7 



r 



61.4 
63.2- 



N - 272 

* 

N - 262 
N - 261 



82.7 



*N -,266 



Table V-I 
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Involvement: of Grandparents of Devefopment^lly Disabled .Child,. 
* (Rank ordered b^type of involvement.) 



1. Enjoyed having and 
looking at photographs 
of the child? 

2. Remembered the child's 
birthday? 



Always - Sometime! ^Hardly Eve1& 



84.62 
86. 2Z- 



Offered to care for 

the child ' for short * g 

periods whan appropriate? 47. 6Z 



13.2 
,10.4 

•32.7 



■?2 ■> 



2.2 



3.3 



19.6 



*72 
N - 269- 



N - 275 
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Table V-J > 

1 Da you get help at home in caring for the needs of your 
¥ development ally disabled child with any of the following? 
(Rank ordered by frequency of type of help received.) 



U Concern and comfort (for example, help with calming 
Child when upset of hurt, hugs and kisses child, 
giving special' attention wheif sick. 

2. * Building character (for example, Reaching manners, 

reminding child of how to treat others, expecting child 
to eat properly. , 

3. Social visits (for example, taking child to\isit 
friends or relatives, taking "on errands, taking 



church. 



4. Discipline (for example, correcting child for 
♦misbehaving, getting child to -bed on time, punishing 

% child if necessary). 

5. Play /instruction (for example, help with teaching' 
child sports and games, schoolfcork or therapy , <afring 
on walks)/ 

6. Care of body (for example, help with bathing, feeding, 
p toileting, putting to bed » i 8ftt)*. * 

7. Housekeeping duties <for exarn^,' cleaning up r after 
*h^, doing child's laundry). * w a * 



t Z Tee 

(N - 322) 



68.6% 



68. 6% 



68. 32 



66.1% 



59.6% 



47. 2Z 



( 




\ 



... 73 
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Table 7 -K -r - 

Confidants (sources or eaotional su^tLj. » ^«,n„ 
Vn^Tyi!! ate worried about .seething concern&g your developmentally . 
disabled child, how often do you confide in each. of the following. 
f ran v ordered bv frequency «« source of emotional support) . 








4 

Hardly 








Often 


Sometimes 


Ever 




1. 


* * 

My mi 8 bana 


88 82 

* 


9.8 


1.4 


N-276 


2 


SOC lfl X jcIVICc prOI cSSIwuolS 












(school personnel, social • 








N-307 ' 




worker, etc.) 


48. 5% 


32.6 


18.9 


> 

3. 


A friend or relative 


41.9% 


32. 'l _ 


26.0 


N-308 












4. 


A doctor or other medical 








N-308 


* 


professional 


. 39.02 


34.7 


26.3 

i 


, 5. 


Other parents with develop- 




* 




K-297. 




mentally disabled children 


19.5% 


30.3 


50.2 . 




No one; I keep it to myself 


7.5% 


12.2 


80.3 


N-295 " 


7. 


A rabbi, minister or priest 


4.7% 


12.0 

* 


83.3 


N-30Q 



Table 7-L 



Consultants (sources of* information) . ~ 
Parents often react differently to advice depending upon who gives it. 
If^ou bad a serious decision to make, about jour developoentally dis- 
abled child, would you talk to any of the following? (rank ordered by 
frejfegnc; as source of information) 



. 1. Child's doctor 

2. Child's teacher or principal 

3. Other family members or friends 

4. An organization specifically con- 
cerned with your child's dis- 
ability 

5. Other professional" (such as a 
^ social worker or psychologist) 

6. Other parents, with development ally 
disabled children . 

7. ^ priest, .^in^st^er, or rabbi . 

8. Someone in a State governmental 
office 



9* A librarian 



Would 
81.8% 
79.3% 
'67.7% 

63.8% 

V * 

?9.4% 

40. 4%. 
24.5% 

14.8% 



Depends " Wouljj not 

12.0 6.1 N-308 
12.9 7,8 ' N-309 
15.7 16.6 . N-300 

■ 25.2 11.0 • N-309' 

27.1 . % 13.5' N*303 
33.7 • .,25.9 N-297 

» 

24.2 51.4 N-298 

26.6 58.6" N-297 

8.5 86.4 N-294 



Table V-M * 66 - 

.link of your clog eat friends. 
* Do they have/children* who are developmen£ally disabled? 



All do ' 1-OZ 



4 Most do V 

. /" • Half do ^ 



5.0 

Most do not 30.5 + 

Nose do 61.7 

N ■ 298 

(Number not having any close »friends ■ 24) 



Table V-N 

jr 



Have you net other parents of developmentaAly disabled children 
in any of the following ways* 5 ? s 

'i 


1 

h • * 

* 


Z Yes 
(N - 329) 


Through child!s school, including parent group 
meetings. 


82. 1Z » 


Through friends or relatives* 


44. 7Z, 


, By chance K for example, while shopping, finding a 
parent v s name in-^a newspaper, §X work). 


37. 1Z 


Through voluntary organizations if or example, 
Easter £eals, NAHC). , * - 


25, 8Z 


Through *a professional (for example, social worker, 
nurse, doctor). / • 


19. 5Z. 


Through a' priest, minister, raboi. * 


6.4Z 



Table V-0 



, Would you like to know/more people whose children are 
'developmental!? disabled? 

-J- - . 4 ' 



Yes ~ • 59. 4Z 

N^ - ' 18.2 

It doesn't matter to me 22.4 

- at 

. N - 303 
: Jfi 
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^ ( DIAGOSIS AND ASSESSED 



ERIC • 



v 



76 



* 69. 

A. RECOGNITION BY FAMILY 

f 

Most parents are unprepared f or„ the birthgpf a child with a developmental 
disability (Ta^le VI-A). Approximately two-thirds have no prior familiarity 
with developmental disabilities. Although one-third had known others^with 
disabilities, only one-fifth knew about community resources*- and only one- 
twelfth had' been involved in the field of developmental disabilities. There 
is some u» lit war r of a trend, towards an increase in general public awareness; 
56? of parentAof preschoqjirs jaad no prior familiarity with developmental 
disabilities compared to 72Z of parents of 18 to 21 year olds. 

The stage at which a developmental disability is recongized can be quite 
variable (Table VI-B). In*70Z of the cases recognition of the disability < 
occurred before.the children's second birthdays. For the remaining 30Z , 
recognition was 'more likely to occur in the preschool years but for some 
did not occur until at least junior high school. Evidence towards an 
inc r eased t |pb 1 ic awareness is supported by the finding that the younger 
the child, the more likely parents recognized the disability before the 
children's second birthdays. As would be expected, the more severe the 
disability, the earlier it was reco*gnized. For over one-half of the' children 
with mild mental retardation or epilepsy their disabilities were not 
recognized until after thei^ second 1>£rthdays. £ 

Recognition of a disability is not a simple process. For our sample it 

was About equally, likely' that the disability woultf be ceocgnized by the * 

family as it 1 would be recognized by a professional (Table VI-C). That 

is, it 'is equally likely that parents find themselves in the position of 

convincing professionals as it is that professionals are in the position 

of informing parents. Whether the developmental disability is recqgnized by 

family members or professionals is not associated witt^phe child's age, 

type of disability, or family income. It does seem td^be the case that public 

awareness has increased and not just professionals' awareness. 

Developmental disabilities are recognized by parents through a number of 
symptoms (Table VI-D) . , Recognition of the disability occurred most frequently 
due to delays in language development (52Z of the cases) and poor motor 
control (43Z). * 

Age of Child was not systematically associated with tjag_symp*om by which 
parents recognized the disability. x 

Type of Disability . Parents of children with mpderate or severe and pro- 
found 'retardation were most likely to recognize Immediately at birth th£t 
thei,r children had developmental disabilities (29Z and 24Z, respectively). - 

* Parents of children with cerebral palsy or epilepsy were more likely to 
recognize the disabilities by the presence of physical sjnnptoms after 

- birth. Parents of cerebral palsied children recognized the disability 
by their children's poor motor control (85Z) and their worrisome general 
physical condition (44Z). Children with epilepsy were usually recognized 
by. the presence of seizures (85Z) • Inappropriate social responses were 
the most frequent precipitating indicators of disability fox children 
with cerebral palsy (44Z) , autism (40Z) and severe and profound re tarda ti<?n 
(38%). t As would be expected parents of children with mild mental retardation 
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were most likely never to have suspected anything but were informed by 
others that things "were not quite right" (46Z) . 

Fiaily Income was not systematically associated with the symptoms by which 
parents recognized the disability. The only exception was that the higher 
the families' Income the less likely parents were to have never suspected 
their children's disabilities. This may be explained by the fact that 
higher - incomes are usually associated with more years of education, and more 
highly educated persons might be more likely to be sensitive to developmental 
milestones and delays. 
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Table VI-A 



<* : ' ~ 1 

Before you knew that your child was developmentally disabled: 

• - . - v 




X Tea 
(N - 328) 


Did you know others who had children with such disabilities? 


32. 3Z 


Did you know about community resources available for children 
with disabilities? , ' 


20.4% 


Were you involved .in the field of developmental disabilities 
through volunteer work, college courses, or employment? 


» 

7.9X 


Mere you utffamijiar with both the reality of developmental • 

disabilities and the possibilities off coping with them? 

* » 


62. 8Z 


Table VI-B 



r' 

The stage at which parents first notice that their child 
has a ptoblem varies greatly - from family to family. 

At which of the following stages of development did you 
'first realize that your child had a disability? 



During pregnancy or at ^irth 


25.51 

m 


During the first two years • 


45.1 


During the third or fourth year 


13.2 


At kindergarten age 


9-5 


First giade to sixth grade 


. 6.1 


Seventh grade and upwards 


0.6 


* 


' N - 326 



5 


ft 




°* <* 


* 

Table VI-C % 


72. 


Who first recognised the developmental disability?. 


A doctor *(f or example, obstetrician, pediatrician, ^nily 
pr ac ti c loner ; 


42. 1Z 


I and/or ay huifaand 


40.5 


A teacher or school psychologist 


11.5 


A friend or relative ? 

A public health nurse,- social worker, or outreach worker 


3.7 
• 2.2 




N - 321 

— ■ — 



Table Vl-D 



How did you refcognize the developmental disability?, 
(Rank ordered by visibility of delay.) 



1. Failure of language to develop normally. 

« 

2. Poor motor control (fp* example, the child did not move 
an^ and/or legs properly'; did not crawl "at the right time 11 ; 
did not seem to focus his/her eyes on anything) . 

3. I never suspected anything but somebody else kep* pointing 
out things that "wele not quite right." % 

4. Inappropriate* social responses (for example, she/he did^not 
se ep to recognize me or my husband^ttd not begin to smile 
when I thoughts she /he should) .* 

*> 

5. Worrisome general physical condition (for example, sucking 
problem; she/he did not seem to be gaining weight properly; 
seemed to get sick too often; unusual sleeping .pattern) . 

6 . * Recognized immediatelyf at birth -ffom appearance . > " 

7. Seizures (convulsions, spells or* fits). 

8. Inappropriate or inconsistent display of emotions (for 
example, .self-destructive, activity, unconnected angry 
outbursts; lack of warmth and loving behavior) .j 



Z Yes 
(V - 319) 

52.5Z • 



43. 1Z 
30. 3Z 



27. 9Z 

24. 8Z 
20. 9Z 
18. 8Z 

16.6Z 
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B. INITIAL MEDICAL CONTACT 



The initial medical or professional contact that parents of developmentally^ 
disabled children nake is the f itst step in the service cycle that will 
continue throughout the child's lifetime. If the diagnosis is relatively 
straightforward, its implications adequately explained, and appropriate 
referrals made, then needed services vill be obtained more quickly and in 
a supportive manner for the, child's development. On the other hand, if 
professionals are ambivalent about making a di&gnosis, explain v its impli- • 
cations in a neMtive fashion, and make inappropriate referrals, then there 
will be a delay an obtaining services with corresponding lost opportunities 
for fostering development. 

« • * # 

1. Initiating Contact 

* * 

When mothers first realized that their children had a developmental disability 
thfey were more likely to talk about; it to a doctor than to any other family 
member, friend, or professional (Table VI-E>. A majority talked about the 
disability with physicians (87Z) , husbands (80%) and friends or relatives 
(55%). „A much Mailer number talked to school personnel or other professionals 
(24%) or to religious leaders (10%) • 'Almost one-half immediately acted upon 
their suspicions to have a doctor examine their children (Table VI-F). 
For approximately another one-quarter of the respondents it -was not necessAry 
to initiate contTct because the disability was diagnosed at birth. Finally, 
nearly one-quarter delayed having a medical consultation, 15% initiated it 
themselves and for 11% professionals arranged the medical consultation. . 

Age of Child, The younger the children the inore ^ikely parents were to have " 
talked about the disability right at the start to doctors and friends or 
relatives. The older the children the more likely parents wer.e to have 
talked to teachers or -school psychologists when they first realized the^r 
children had a disability. It seems that parents of younger children are 
more likely to think of the medical and social ramifications of the disability 
whereas parents 'of older children placed more emphasis on educational 
implications. The younger the children the more likely parents were to have 
Immediately sought medical consultation when they suspected a developmental 
disability. " * * « 

Type of Disability . Visibility of the disability seems to make it more 
likely, that parents will .consult physicians or friends and relatives when 
they first realize their children have a disability. It was least likely 
that parents of mildly retarded children would have done so. On the other 
hand teachers or' school psychologists were most likely to have been ^contacted, 
by parents of mildly Retarded children*. Parents of children with autism 
or severe and profound retardation were most likely to have contacted 
religious leaders. Type of disability was not related to the frequency 
wit 1^ which mothers would talk to their husbands or other professionals. 
The severe the Retardation the more likely parents were to obtain a' 

medical examination immediately. Parents of children with cerebral palsy, 
autism, or epilepsy were even- more likely to arrange for an immediate > 
medical examination than were parents. of severely and profoundly retarded 
children/ 
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Fgljj Income. 'The higher the family Income the more likely mothers were 
to^talk td Soctots, ^husbands a*d friends and relatives, * Conversely, the 
lower th^JUSaiy income the more lively mothers were to talk to. teacher ^/ 
iqjiool psychologists, ot. othe* prdTessionals. Consistent .with the tendency 
for. higher income fjaaiiiesfEdstalk about their children's disabilities v^y 
these W^er incomt familie* were more likely to arrange imm^Utely for 
a medical fe^amtnafeiftn . ) 

\ • y ../••. * " 



V 



2." First Hedical Visit 



A majority'. of mothers were alone when they first talked %th their doctors 
about their; cfcil^ren's disabilities (Table VI-G). A substantial minority 
(38Z) were accompanied by* their husbands, Mdst of theiV doctors provided 
clear explanations on' the initial vi&it (Table VI-H) with or without % 
parents needing to , ask further questions (46% afcd* 371* respectively) . 
Where medical terminology^ was not explained on 1 the first visit fhia- was 
sft>re 'tfteh due the* parents 1 reactions (12%) than because the ddctof . ^ 
seemed too busy (6Z). * *" - i % * * 



Approximately two-thirds of the parents reported that their doctor's manner 
> was s&pportive wfae a^ fir children/s diagnoses were first explained (Table V.I-I) 
One-th^jii! or less oWThe parents mjtorceive^ the doctors' manners, to be 
pe^im^jpit, unsure, evasiveupr harsh. .Few differences were; reported by 
% age of ci^d or type of disabUity^Arare parents of '^der chiMren reported / 
doctor f 6 manner *as, sympathetic $ -morpcf&rents drf yoilpgMP:hildren reported 
doctor 1 ^manner - as matter-of-fact and harsfij «rore paftnts.bf autistic 
children* reported/ doctor 1 s manner a$- unsure. After tie. first medical visit v ^ 
wps-f omplered , ~mos t- 'parent s felt tfie- doctor provided enough time t© jw>J5j.n 
th^eym^opaen^el disability ^adequ.at«ly '(Table. VI-J). Still, ^lightly 
over one-quarter felt not enough time: had. been takqm. * •. 

' - r v *. . , * J ■ • . . ; . , 

1 v 3. " JUferrals^d ■Recbnmienm#tion» 



Le$s' than otie-haM' of the Sir st^dofc tors provided information concerning 
referrals op family 'AuppdfcFcTable V,I-K). Doctors are most likely to * 
'i^e'diaghose* and mdke ^refArrals to other medical specialists— -45% to 
ThgJ Are next most likely to suggest a prognosis* (38%) . jf support 
Sottas are initiate^ by the doctor, it* is most^lljcelyto tAke the form 
of talking** both jparei^ts together; (3.2%). Referrals, m*fe 25% or less 
of tM time, are most likely to be through mjoretformal channels, that^s, 
to community s^rvicfcs, organieAf ion's, or institutions. a Referrals and 
recommendations are onlv infrequently made <o disability self-help groups, 
to particular ptogryma ftr the disabled, 1 or ^pr explaining the disability 
to others'. * J ' k ' v * 
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When you first realized that your child had a disability 
^ did you talk about it to: ' * 
(Rank ordered by frequency of contac^jT^v 



* 

* 


' -cm • — ■ ' 


Z Yes 
V <N - 322) 


1. 


t 

A doctor '(for example, obstetrician, pediatrician, family 
oractitioner^ ? * 


87. OZ . 


2: * 


Your husband (the child's father)* 


80. 1Z 


,3. - 


A friend^r relative? * ; 


55i3Z 




A teacher or school psychologist? # 


24. 5Z 

# 


5. 


Other professional (for example, public health nurse, 
social worker., outreaah worker)? 


24. 5Z. 

' T 


6: 


Minster; priest, or rabbi?, . - ^ 


9.6Z 



Tabl% VI-F 



When did you first ask a doctof to ^xaMne your child * 
is to find out whether there was a developmental disability? 

: — ^ : — — : — — ; ' A 

Immediately jtien I began to,suspec&. ^ * 48.1% 

, . > ' • ' t . / , 

Sotoe*hat later; to give" myself tdJqae to think about; ^Lt and , ./ « 

-o'b^sure. • * , "« .11.5** 

. ( Before, she/he started school, since I figured at that point ^ * 

something would have to dott^N 3.2 

* * 

I n^er did;<& professional (teacher, couifeeV>r, psychologist) 
Arrange* it. * A 10.6 



m 

It was not necessary; the disability Was <Uajgnosejd at birth. 26.6^ 



• - « 
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Table VI-G 



When you first talked with a dpctor about 
your child's disability^ were you: 



Alone? ^ 

* With your husband (the child's father)? 

* With a frierid or, relative? 

With a professional (for example, social 
» worker ,* patient advocate)? # - 



53.52 
38. L 

1.9 
N - 312 * • 



s 



T&ble - • VI-H 



When »the doctor told^ou what she/he thought the develop- 
• mental disability wdw and usAi medical words thrt you did 
apt understand^ what ^did -you do? X 



I asked questions and got them better explained;- 45.9% 

5.6 



I let it pais, since the do^or seemed too busy 
to take* time *to explain them. 



* I was reitictant or too ihocked "to %sk further 

questions at the time* * 4 

x It .did not happen: -tfc$ explanation Vas clear to 
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Doctor's Banner when child's 


diagnosis first explained . 


to tarent* " 






\ - ' " 


1 — 7" 

* *r 


Z agree > 


Supportive manner 

Patient 
. ^ Mattjet-of-f act m 
Sympathetic 
Broke .the news gently 


77 .4Z 
72. 21 
64.9Z 
60. 9Z 


, Negative manner 
Pessimistic 
_ Unsure 

Evasive; nervous 
Harsh * * v 


• 


33. 5Z 
30^22 
., ' 20.6.Z 
*irv7* 



A 



7I-J 



About how long wouH you say this first doctor speto with 
after telKng you aiout the developmental d isability? 

' . i' . 



No time at all. 

Not enough: time to answer all my questions. 

Not enough time then to answer all my questions 
hut mad? another appointment. 

Eriough timeWb explain it adequately; \ * *• 



15.9 




Did the first doctor you talked to about the developmental 
disability,^ atiy of the foll^jtap? (rank ordered by fre— 
guency with which help providOT^ ; ; 



quenpy ; 
1. liv 

T 



1. live a specif ic label £or your child's devel- 
aental disability. 



2. Refer you "to a specialist. ** * 

'3. Suggest what the future would look 1 
-your child. 
>. t 

4. Ask to talk with you and your husband (the 
.child's father) together. ^ 

• - • _ * 

5. tell you about services available in 

comnunity. - 

6. Refer you to prganizations concerned 
child's disability. . 

7. Suggest Institutionalizing your cliild, either 
, . ' inmediately or in the futuyt*^ \^ JA.&l 

8. Suggest you meet other parents of phildren 
with developmental disabilities. 

9. Suggest a pyticu^ar program for your child (tor 
example, early intervention, Montessori, Dol,nbn- 
Delatato^ orthogenic) . X. 11 ' ^ 

' " • V 
10. tell you boy to explain the disability to family, 

friends, and ethers- ' 8.3Z 
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CONTACTS 



Subsequent medical or -prbf essipnal consultations^ /are frequently nepeseary 
to confirm the diagnoses' of a developmental. disability; » f^agnopes anS 1 
assessments of children, suspected of having developmenta^^isabilitias often 
require the cooperation of professionals from deferent, disciplines. 
Uncertainty about the first diagnosis may be*explaiiaed by either ;'t fie ' 
itedical professionals or'parentjs. Professionals are reluctant* $0 label 
a delay as a disability mntil tbm child ;i,s gld enough -t or it to, be obvious 
that the delay seems permanent. The rates of -physical, cognitive ^ 'social, 
emotional and language development can be quite unfeven for normal ichiidtei*. 
Parents may become aware of and concerned about 'delay* which are stJflj. 
Within the normal developmental t range. . Parent p fe&y become frpstrat^h when 
professionals are ambivalent "about confirming* or denying frh€^igni£icance. 
of the delays* .. On the opher hand, parents 1 . love foiran individual child 
may blind them to disabilities which are' obvibua to $ipf essiStaals . In 
either case where* there is a ladfc of consen^tis^etwgen profes«ona& apd 
parents, other ^ opinions will be recommended or '.sought.' In#the sample, 
35Z of the parent 8 had changed their children 1 a doctors bepause of dis-> 
satisfaction with (he, care provided. Parents were more Hkely to change 
doctors if the* children's disabilities were severe or their family incomes 
were, higher; — ~~ ~- — 
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Types of Mfedical Prpfessionals Contacted 



The first medical professional to examinB a chjld for a developmental disability 

is likel/ to be- the regular physician for children in that age range (Table 

VI-L).r Pour-fifths of the Children in* our sample were first examined by; 

a pediatrician or . a family practitioner^, In contrast, parents tend to / 

h*ve subsequent medical 'dominations *perf ortfed much more frequently by 

specialists (Table JTI-M) .Most frequent additional contact's are witli 

spetial clinifcs, diagnostic or genetic, cmters. (592$ and with neurologists 

(421).. Pediatricians, however,' are mlmA as 'highly utilized for second 

or additional opinions (£1Z) as for t&e^rst examination, whereas general * 4 

practitioners are not. \ %* \ " * , , * 

Age of Child is not systematically afcso&iated with type of medical^ professionals 
contacted for skbsequabt examinations* 

\ - . 

Type of Disability, Ther' 
and whether additional 




wae no. association between the type of disability 
itations-vere conducted -at .a special clinic or 
by a pediatrician, an£iologX*t, fattly practitioner or obstetrician. The 
opinion of a neurologist, was mote' likely to be sought for children with 
cerebral pUsy, sutis^i* epilepsy (by approximately 10Z of paints) than> 
if the children were se^jelf aqd profoundly retarded (50Z) or if the 
children were mildly or *d^ttate% ret^ded (approximately 30Z). Ihe opinion 



at a peychiatri 
children whirr d 
children where 
with epilepsy 
to be within the. 
% 




■est frequently' sought in eases of ambiguity: for 
•Is is controversial (by 64Z,.for children vith autlsn), , 
testation of f apptoas U unpredictable ' (by 332 for children 
t&r children uf*r±Mc** functional skills are likely ' 
r«ige <by. ZSjV for children with aild retardation) . 
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Subsequent contacts with psychiatrists occurred for only about one-eighth 
of children with moderate, severe or profound retardation and cerebral palsy. 

. • ■ • ^ 

2. Source and Outcome of Referrals * 

The most cowra source of referral to another doctor or clinic (Table VI-N) 
was the doctor initially seen (471) with aelf -referral closely following 
(36Z). The reliability of the initial medical diagnoses was established 
with subsequent contacts with one or more additional doctors for 75Z of 
parents making subsequent contact? (Table 

•s * 

Age of Child was not associated with the, reliability of the initial diagnosis' 
as established by subsequent contacts. 

' Type of Disability. The reliability of the„lnitial diagnosis was\highest 
for chJHaren with epilepsy (96Z)\and lowest lot children wilh autism (20Z) , 
The diagnoses were reliable for 7H°f the remaining disability categories. 

Tamily Income was not associated with, the reliability of the initially diagnosis 
as established by subsequent contacts. 

* _ 

3. Scope of Prognosis 

More than two-thirds of the parents found at least one doctor gave them 
a notion V>f what their children's futures -heBi (Table VI-=P). Greater /than* 
one-third of the doctors expressed uncertainly or. ignorance concerning 
children's disabilities and their effects (39Z), offered copies of lafc 
repbrts or other medical findings (35Z) , and suggested that parents / 
shoul4 institutionalize their children (34Z). • / ! * 

Age of Child * Only one of the four aspects of prognosis was as^ciated witfi 
.age of child . The younger the child the more likely .doctors w6re to have 
expressed uncertainty or ignorance concerning the disability arid its effects. 
Approximately one -half of parents of preschool and primary age children,* 
.0 to 12 years, reported doctors 1, expressing uncertainty or ignorance compared 
to approximately one-quarter of . parents of older children. This difference 
seems likely Ate to the increased use of medical specialists in the diagnosis 
and treatment of developmentally disabled children., As doctors are more 
likely to make referrals, they can be more honest about their own limitations. 

Type of Disability . Although not statistically significant, parents of 
children with autism were the % most likely to report doctors 1 expressing , * 
uncertainty or ignorance (64Z) and offering copies of reports or findings 
(54Z). there was an association between type of disability and dectors 1 
willinfcneAs to provide or project a plausible future. Prelections were 
[ yore likely to be for disabilities where the futureSs more certain; moderate 
pental retardation X70Z); severe and profound retardation (83%); derebrdl 
palsy (74Z); and epilepsy (631). Where the future is less certain doctors 
wer* less liScely to make projections: autism <p4Z) and mild mental retardation 

*(51Z). Doctors' i in ajaendat I to inatitutioAlize were also related' to f 

type of disability, the extremes, otOj lOtJtt parents with mildly * - 
retarded children reported institutionalization ever having bp*n^ recommended ^ 
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*by a doctor compared to 69Z df parents of severely and profoundly retar^fe 
children. 

^ Family Income.' Doctors were most likely to express uncertainty* or ignorance 
concerning disabilities or offer lab reports or other findings to high 
incoate families. '/* 



* . 4. Reference Materials ^ • ' 

Nearly three-quarters of parents^ (TabLe VX-Q) read about their^^^Ldren's 
disabilitifeg newspaper or magazine articles About 'two-f if t^Blocated 
reading materials* through friends and relatives* through libraries °JU^ s « 
organizations, or .t^rough^^estions from medical or educational pj^J^spionals. 

Age of Child . Parents of preschool children were, less likely to have seen 
articles in newspapers or magazines 'but 'friends and Relatives were more y 4 
likely to provide reading materials to parents, of young children . ? 

Type of Disability * . Parents Of mildly, retarded children were muph less 
likely to obtain reading liaterials by chance, through friends ^nd relatives t 
or through libraries aikLprganizatlon4. • 

Family Income . * High iatome>#£milie^ were more likely toj3btain reading , 
teriali from all sources. - < 
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Table VI -L 





Th^ first doctor who examined your chi^ lor 
developmental cksability was: 
/ (Ordered by frequency of assessment) 
I , 


• 

a 


I.. 


Pediatrician ' \ 


52.41 


2. 


Faidly practitioner \G. P.) 


28.3 


4. ' 


1 ^urologist V 
yGbstetriciai^ 


7.7 
6.3 


5. 


/Psychiatrist 


2.8 


6. 


Audidlogist 


2.4 




/ 


N - 286 




/ * 

, = , ■ 4 : 


f 



Ta1>le VIHM 



Many people want the opinion of another doctor. 
• " Have you taken your child to an^of the following- 
9j > for a second or additional examination? 

(Rank ordered by frequency of contact) 



. 1. A special clinic, diagnostic, or genetic 

* center 
2. Necrologist 

* 3f. Pediatrician * , ^ 

4. .Wiologist ' " • • / 

5. • Psychiatrist, \ 
6* Fa*dly practitioner (G.P.) 
7 # Obstetrician 
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TabJ,e VI-N 



Whose idea was it. to take your child 

to another doctor or clinic? 
(Ordered by frequency^ of referral) 



I. 
2. 
3. 

4.V 



tyttfmt doctor 

I and/or my husband 

Another professional (for example, social worker, 
teacher, public ^health nurse) . 

Aflfciend or relative 



Aafci 

f 



47.4% 
36.2 



13.4. 
3.0 
N - 268 



Table VI-0 



Did the doctor(s) you saw lite? agree with the first .doctor? 
(Oydered by frequency of agreement) 



1. Saw more than one and all agreed. 48V0Z 

2. Only saw one other who agreed with the f^rst. ^ ! 27.7 

3. Saw more than one and some disagreed. 20.3 

4. Only saw one other who disagreed with the first. 3.9 

U - 256 



Table VI-P 



In all, your experiences with - doctors concerning yo^r 
developmentally disabled child, have; any of these doctors ever: 
(Ranked by ^frequency of behavior) 



i 




% Yes 
(N - 321) 


1. 


Given you an idea 9f what they think the future 
holds for your diild? g 


67.6% 


2. 


Expressed .uncertainty or ignorancfe concerning 
your child's disability and its effects? 


38.6% 


3. 


Offered you copies of lab reports or other 
medical bindings? - , . 


35.2%* , 


4. 


Suggested that you should institutionalize 
your* child? . ^ 


34.0%' 
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Table VI-Q 



Did you find things to. read about your child's disability 
in agy of the following ways? 
(Rank ordered by frequency of source of information.) 







2 Yes 
*{N - 324) 




<1 wbuld sometimes happen to see articles in the 
^'paper^or in magazines. 


71/32 

4 


2. 


Friends and relatives -would sometimes show rile 
things to reaji. ~* I ^ ~ 


41.72 


3. 


I went to the library and/or an organization. 


41.42 


A. 


Professionals (such as doctors or teachers) 
would suggest things to read. 


39.52 
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VII. 

OMMTY RESOURCES 
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Health care and social service delivery 

1. Health Care Delivery * - 

r* 

Deveiopmentally disabled children have the same health care needs as do all 
^children. In this respect it perhaps should he of concern thart.lQ% of the 
parents do not anticipate ever having any contacts with either ^pediatrician 
or% dentist. Developmental ly disabled children often have.additio*al health 
care needs/ Neurologists, ophthalmologist*, audiologists, and' ear, nose and/' 
throat specialists are contacted by approximately 3/5 of the parents; psychi- 
atrists, orthopedists by approximately 1/3; obstetricians, orthodontists, oral 
' surgeons, /cardiologists and plastic surgeons by 1/4 of less. (See Table VII-A). 

Freque*£y of cdntact is influenced fey demographic factors. 

" Agg o£ Child ^ ; 

Onfe would expect contact to increase as^ children grow older. This is the case 
for contact with: family doctors,, obstetricians, ear, nose and throat special- 
ists, opthalmoiogists, dentists, oraL surgeons, neurologists, and psychiatrists. 

• On the other hand, parents of^pa^chool children report the most contact vi£h 
pediatricians, orthopedists, and audiologists. ' This may reflect the availability 
of early intefvention programs and resultant increa^ in parent .awareness. m 

Supporting the argument that both availability a^d awareness influence use of T 
health care services is the finding that parents of primary and secopdary-age 
children are more likely to contact orthodontists than are parents of eithei^ 
preschoolers or 19. to 21-year-olds. Preschoolers would be less likely <o ne&d 
*the service; parents of the oldest "group the least likely to haveVbeen awar* of 
the service and its benefits. 

Type of Disability •.""*.. ^ 

In general, the more severe the retardation, the more likely parents were to 
have contacted medical professionals. The two exceptions are that parents of 
the mildly retarded were more likely to have contact with family doctors and 
psychiatrists. - s * 

Parents of children witM autism were most likely to have contact with audiolo- 
gists, ear, nose and throa$ specialists, and pdycjiiatriste. The difference 
for the latter was quite pronounced with 90% having contact with, psychiatrists^ 
The next most frequent contact with, psychiatrists by type of disability occurred 
f ctr parents of mildly retarded and epilepsy (44% in each case) . On the other < 
hand, no parent of an autistic child had or expected to have .contact with a 
plastic surgeon. 



Parents of children with cerebral palsy were the most likely # to have contact 
vith ophthalmologists, orthopedists, and neurologists (87Z, 84(S and 94% respec- 
tively). There are no systematic patterns for parents of children with -epilepsy. 
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Family Income ^ . ^s^/ • . ^ 

filler income enables families t6 purchase more services , * On the other band, 
sliding fee scales maki services available to lower i ncome f amilies ; and risk ^ 
factors associated witli' low^ncome Couch as loWer b^rthweigfct, poor nutrition) . 
■ay increase the need for medical seryices. ^ $ 

The higher the income, the moreTlike^y families were to, contact: pediatricians, 
depti^ts/ neurologists,' ophthalmologists, ear, nose and throat specialist*, ' - 

orthopedists, orthodontists, and plastic surgeons. v ' ^ 

« * f * 

Conversely, lower income families were more likely to^ contact: family doctors 

(G.P.'s), psychiatrists, and .cardiologists. . 

Income did not exert a^ systeipatiA|ffect on the frequency with which families 

consulted: audiologists, obstet^Eians, or oral surgeons. 

7 2, Social Service ^Delivery 

A developmental disability may create opcial sefrvic'e* needs for both children and 
tteir families. A majority of families have had contact with spetfch therapists, 
social workers, \aifcd physical therapists. Between 1/4 and 1/2 of the families 
have had contact with clinical psychologist!^, public health nurses> occupational 
therapists*, and recreational therapists. Le&s than 1/4 of the families have had 
contact with faHcLly, group or individual therapists, genetic counselors, voca- 
tional counselors, nutritionists, hou#s or foster parents, and prof essionalf home- 
maker?, (See Tab 16 yil-B.) ' ^ 

Age of Child ^ % 

Needs for *soc;tal services at this time seem to be much more stable over the life 
cycle than was the ca^e for health carfc services. Age of child was not related 
to families 1 contatct with: clinical psychologists, public health nurses, occu- 
pational therapists, tecreatioijal. therapists, nutritionists, and professional 
homemakeVs.' Stability of contact could be du* to relatively unchanging needs 
over the life cycle of a developmentally disabied child, lack 4>f awareness of 
these professionals ma^\provide assistance, and/or lack of availability. 



Plannijigror vocational and residential options does increase the frequency of 
♦contact with some professionals over the cold's life cycle. There are more 
needs and services to be coordinated in adolescence and early adulthood. Par- 
ents of oldir children have had isore' contact with: social workers, vocational 
counselors, and house or foster parents. As can be seen from Table VII-B, the in- 
creased utilisation of these\ professionals is projected for vocational counsel- 
ors only. V" j . * . ^ ^ \ 



Conversely, parents of younger cfejtki^n have had greater contact with speech 
therapists, physical therapists, fWly, group or individual therapists, and 
genetic counselors. These seem to reflect areas where k early intervention pro- 
grams and increased awareness have had an impact. 
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Type of Disability 



Severity of ment&l retardation la related to utilization of social service pro- 
fessionals. / The more severe the retardation .the. more likely families are to 
-have had contact with: speech, therapists, social workers, physical therapists, 
,occupatitfhal therapists', genetic aounsefbrs, house or foster parents, and pro- 
fessional homemakers. Parentis of mildly retarded , children are more likely to 
havi had contact with: clinical .psychologists, public health nurSes, and family, 
group or Individual therapists, (This' Is consistent. with the finding that, among 
health service professionals, parents of the mildly retarded are more likely 'to 
have had contact with psychiatrists.) parents of the moderately retarded are 
the most likely to have had contact with fecreational therapists and vocational 
counselors. ' 

Barents of children with autism are more likely to have had a higher frequency 
of contact with social service professionals',' than parents of children with any ^ ' 
other type of disability* The^only exceptions are contacts with public health 
nurses, ♦ and physical jmd occupational therapists. Frequency % of contact is espe- 
cially higher for: ^social* workers (91%), clinical psychologists ($2%), family, 
group or individual ~ therapists (60%) , recreational therapists and vocational 
counselors (56% eScfi), genetic counselors (40Z>, and nutritionists (302) • 

Parents. of children with cerebral palsy 1 are the riqst lively to have had con- 
tact wi^th: speech therapists (94%) y physical therapists (94%), and occupational 
therapists (75%). • ♦ m 

There are 'no systematic patterns for .parents „of children with epilepsy* 

* " *" 

Family Income s, 

^ . . ' - . r < 
As was true for health care services, the Relationships of family income to utllr 

izdtion of social services is complex. ' 

v 4 

The higher the income,' t^ie ipore likely families were to have had contact, wi^h: 
occupational therapists, •B^teation therapists, genetic cotmselprs, and voca- 
tional counselors. \ ' • i *^ s/ - - % ■ * ^ 

Conversely, the, lower income, the more likely families were to have had con-* 
tact with: physical therapists, public health nurses, house of foster parents, . 
and professional homemakers. 

. > • * • 

Middle income families C$15,000 xo> $25,000 annual family income) were least . 
likely to have had contact with: clinical psychologists, family, group or 
Individual therapists, and nutritionists; 

Incorfe was not associated with likelihood qf contact with speech therapists or . 
^ocial workers . ; m - « • 
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3. . Health. Care Satisfactions 

J Substantial majority C86.5Z) of parents satisfied with all current medical pro- 
fessionals. Similar level of satisfaction regardless of child s age or type 
of disability, although families with, higher income* tended to be more satfis- - 
fied. (See^Table V1I-C) 

4. -Social Service Satisfactions 

Of the families who were currently dealing with on*- or more of the 13 types of 
social service professionals listed Qhl9U) , 90Z were satisfied. . 

Age of Child v " » 

The younger the developmental ly disabled child, the more likely parents yere to 
be satisfied with socialUmce professionals (preschool 100Z, primary 89Z, 
secondary 83Z, transitional 82Z satisfied )u 

.Type of Disability • 

The less severe the mental retardation, the more likely parents were to be satis- 
fied (mild ^et&dation 100Z, moderate retardation 91Z, severe or profound retar- 
dation 1$5Z satisfied) . Parents of children with .other types of disabilities re- 
^porflU: cerebral palsy 95Z, epilepsy 78Z, and autism 71% satisfied. 

Family Income % — 

There is no relationship between .income and satisfaction with social service 
professional^^ ^ 
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Barents* Evaluations of Medical Professionals 



* They respect the person and treat him with understanding without 
putting him down. . (#288) * 

My husband and I'were totally satisfied witfi our pediatrician and 
ithalmolo gist. Their understanding, explanations and concern about our . 
kid's problem were very helpful. . (£95) 

j 

. Dissatisfied with cold, impersonal, impatiAt, unkind fttitude — 
1 disrespect for 'feelings pr right to- kindness and concern due* to every- 
pejson, handi<iapped or normal. Told doctors so, firmly and plainly /and 
found another.^ He was equally qualified and possessed of* the proper 
rapporlt. (#356) f 

* ■ * 

I was dissatisfied with the pediatrician as I had to really insist* 
to get him to test to see if the child had a problem and what the nature *' 
of the problem was. I do believe that in earlier' stages he (Dr.^felt I 
was being the typical hysterical pother". When he finally agreed to test, 
at 'about age 4, which/I think might have been just to pacify me ,/and found 
a problem, I feel he, could have given more specific direction. The testing 
'took over, a year to complete— their goal being causes and type of disability, 
but no? on-going service as to what to do now that we > ve ascertain ed there is 
c a problem. In the following years, I think he' used the information we had 
\ gained to increase his own knowledge. All is. not in vain if he ^Cr.) can 
apply his knowledge to of her cases. (#91) ' 



Had child evaluated, and was told he would never sperfk, his IQ was zero 
and that institutionalization was best. Believe this was an^ honest opiniok, 
but ch£ld now speaks reasonably well, undTerstands virtually everything said 
to him, is almost totally able to care tor self and after special schooling 
from age 6 to 12 has an. IQ of 34, or more (have had .different' evaluations) . 
Perhaps today- this was thirteen years ago— doc tors "are more" aware of what can 
be done with children with Down's Syndrome.*- (#318) ■ ' 

Most had very little real knowledge of the problem of Autism and those 
•that did were obviously trading on knowledge that was at least 20 years old. 
• Had we received more informed medical help earlier Wte would be fArther along 
now in helping our child. We feel we have been subjected to a great deal of 
medical quaekery and literally wasted. thousands of dollars just to get stra J 
answers. ' (#358) • i » , 

' ( 

It took almost 2 years to prove to pediatricians and family that 
- was something wrong.. J. was always t,he last percent ile of • normal development 
(#5) 
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Parents' Evaluations' of Social §ervice Professionals r . 

- • • • * . l * 

. • 1 

,Qur child aadTw¥ have had the serviced of a speech therapist, social ' \ 
worker? psychologist , and- group therapy as provided by the program our child K 
is in. I myself did not seek, these people out/. They, were provided by the 
Special Education District and have proved to be extremely helpful. (#540) 

» * * 

Havi been helpful in. giving materials to read, suggestions for helping 
development^ tests, evaluations, referrals. (#607) » „. « 

***** • 

I feel in the short time my son has been ^n school l x have seen a tw- 
mendous improvement in concentration, speech, behavior. They were able to 
give him , the one-to-one attention (#001) 

They always seen to refer to someone else an* the "buck continues to 
be passed. (#134) * 

fcpst of what t have found out to help my daughter was on my own -digging 
and asking questions'. . There is not enough help given to parents-^noStly 
parents help each other. (#771) - v . 

V 

Most of the social service piyfessionals we are associated, with are 
from the school that our child is attending. They are '.helpful, encouraging 
and set goals for us agd the child to work together with thea and to 
attain fhe goals. £#372) " * 

* • \ * ' - . ' 

Some are fantastic' fcndVeeem to care, very much. Others only look in 
their books and if child fits in no category they dp nothing for«you. At 
one time had 7 social workers trying to find school qhild woul^ fit into.- (#255) 

, ' .\ ' ' 

At the Junior High Level thetfe Is not *noufeh Speech thertfpy, there are/ 
not enough options. The system* seems to serve the ver^ young, adequately but 
when it gets to the Junior Higfi .level the options are either for the very low 
fuactioning child or the very bright L.D. -child. The child in the middle is 
over -looked* (#541) # . * 

* ! ' 

They human -and we ask for, want and need supet human things whan 
we have problems. (#397) t > 
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Hdblth Care Delivery 



Parents of children with developmental disabilities often need 
to see different kinds of doctors. Which have you fcone to see 
about your developmentally disabled child? .(rank ordered by 
frequency of contact). . \\ 



Have 4 Expect to Do not expect 
Seen * See to see 



1. Pediatrician ; 

2. Dentist • 

t 

3. Family doctor (G.P.) 

4 . Neurologist 



88. OZ * 1.0. 

? • 

78. 5Z 12.6 
' 65. 5Z 1\7 



63. 2Z 



5. Ophthalmologist (eye doctor) 61. 2Z 



1.8 
10.6 



6. Audiologi^t (hearing specialist) 59. 3Z . 4.7 



7. Ear, nose and throat Specialist 57. 8Z 



8. Orthopedist 

9. ^ Psychiatrist 

I, 0. Obstetrician . ,y 

II. Orthodontist 
12. Oral Surgeon 



6.7 
4.0 



"57.2Z 

36.67, 1.9 
V 

26. 7Z 2.8 

21.1Z 11.3 

17. 9Z 4.5 



13. Cardiologist {heart specialist) 16. 7Z 

14. Plastic surgeon „ .6.2% 



10.9 
8.9 
32.8 
35.1 

* 

28.2 



2.1 



N-293 



•N-293 



N-293 



N-282 



N-273 



36-.0 N-275 

35.6 » N-270 

58.7 ' N-247 

61.5. N-265 

70.6 N-248 

67.6 * ' N-256 
* 

77.6 N-246 



2.0 " 81.2 N-245 



91.7 N-242 



inn 
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Social Service Delivery 
m v. • V 

Below is a list <ff other professionals that parents sometlaes < 
tact. Which have you seen about your developmentally disabled 
* child? (rank ordojred by frequency of contact) s 





- ( . 


Have 
Seen * 


Expect to 
See . 


Do ndt expect 
- to see' 


• < 


I.' 


Speech therapist . 

. * 


78* 5Z 


• 

5.2 


16.3/ 


it 


N-289 


2. 


Social wtfrker 


56\8Z . 


4.3 


38.8 




N-278- 


3. 
4. 


Physical therapist 
Clinical psychologist 


52* 01 ' 
k 

42. 7Z 

* 


3.6 
6.7 


44.4 
< 5O.S0 


N*275 ' 
N-267 


5. 


Public health- nurse 

> 4 


37.92 


1.5 


60.6 




N-269 


6. 


Occupational therapist 


33. 1Z. 


14.4 

• 


. 52.5* 


At 


N-257 




Recreational therapisp 


27.5% 


10.4 


62.2 




N-251 




Family, group or individual 
therapist *j %m 


19.51 


• 

6.1 


74.4 




i 

N-246 




* * • .. > 
Genetic counsefbij 


15. 4Z 


5 'i 


< 

78.9/ 




R-246 


10." 


Vocational counselor * 


13. 4Z 


30. 0' 


. f - 5 

1 




N-253 


. 11' 


Nutritionist ( % p 


10.17, 

( 


v 2.8 


"87.0 




N-247 

• 


> 

12, 


Bouse parent or foster parent 


7.2Z 


2.4 

% 


• 90.4 




N-250 


13. 


Professional "homemaker 

# • . 


2.8Z* 


• 1.6 


95.6 




N-248 

4 




Table VII-C 



Satisfactions with Professionals Currently' ^ 

Being Seen About Child 
i 


j v 

Medical Professionals ■ 




Yes 


86.3% 


No • . 


13.7 


m 




Social Service Professionals* 

• ^ Yes 
No 


54.9% / 
6.3 1 


% Not seeing any 


now 38.8 

N - 317 ' 





*This question appeared beneath the question asking 
parents about their contact with 13 types of social 
service professionals (see Table VII-)} for lasting), 
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B. -SCHOOLS AMD DEVELOPMENTAL PROGRAMS ' ^ 

1. Selection of School* and -Programs 

School personnel were relied on most heavily by far when parents selected their 
children's current school or program, with 62. 5Z haying done so and b6ing satis- 
fied with the recommendation. About 1/3 were satisfied with recommendations 
from social servicer professionals or doctors, having visited other schools or 
programs first, and having contacted organizations. Next in order of utiliza- 
tion foj information, about 1/5 of the parents were satisfied with available 
literature, recounendations from other .parents of development ally -disabled chil- 
dren, and recommendations from family memb&rs and friends. Relatively few re- 
ceived re commentations from State officials or refligious leaders. In general, 
parents were overwhelmingly satisfied. with whatever source of information they 
utilized. (See Table VII-D.) ^ N 

The way in which parents go about seeking information when selecting a school 
or program is influenced by demographic factors. 

Age of Child - ' * 

Parents of younger children, especially preschoolers, are less likely to rely 
on the recommendations of school personnel (56% of parents with preschoolers 
contrasted to over 70% of parents of older children) . Parents o£ preschoolers 
are more likely to sjpread their search for information over a variety of sources^, 
with doctors, social service professionals, organizations, other parents of devel^ 
opmentally, disabled children, literature, and family members and friends about as 
likely to be contacted as ajre school personnel. At the opposite end of the age 
range^ parents of the oldest transitional (19-21-year-old) children increased 
their reliance on organizations, being as likely to contact organizations as 
school personnel (over 70% in each case) • 



Type of Disability 

e more severe the mental retardation, the more likely parents were to seek 
information from a variety of sources. Parents of children with cerebral palsy 
or autism were similar to parents of severely and profoundly retarded children 
in seeking information widely. 



Family Income % * 

Lower income families were more likely to have obtained Information from doc-* 
tors, social service professionals, religious leaders, and government officials. 

/ * 
2. Satisfaction with Schools and Programs 

In general, approximately 90% of the parents were satisfied with their children's 
current school or program, felt' the staff were interested in their children ' as . 
individuals^ ajid reported ttjat teacher* welcomed them as visitors.' (See Tablq 
VII-E, P and G.) 



r 
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Interpersonal communication between, home and school appears to be an are9* 
where relationships could he improved* About 1/2 of the parents, (4§,5%) 
reported that they did not really know* what questions to aajn at the^nitial 
placement interview. Whereas approximately 3/4 of the teachers offered' sug- 
gestions to parents, only 1/2 asked parents for suggestions about how to 
handle their children. Efforts to both provide parents with more informa- 
tion and to elicit more information from them would help involve parents 
more fully as members ,of the team. 

The onlyotti'er birrier to participation in school meetings seems to be one 
.of logistics, with 40. 1Z of the parents reporting difficulty in arranging 
meetings due to such factors as work schedules, .transportation, and baby- 
sitters. t This is an area where professionals and parents could work together 
to provide cooperative exchanges to facilitate' meeting at tendance. 

Demographic factors -fid not seem to exert systematic influences^on satisfac- 
tion. • 



) 



/ . 
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% + * 98. 
Parents 1 Experience in Finding .A Program 

for thfir Developmentally Disabled Child 



Very difficult in New Jersey. When we moved to Illinois it seemed' 
like a dream. ($358) ' * 



While in Grade school my son was put in regular classes with normal 
children. I fought in vain with schools for special classes and was told 
it wasn't neededL When' he entered high school I again contacted a counselor 
and explained the situation. ' She had him tested and then and only, then was 
he finally put in special classes where he has been extremely happy and has 
made slow but StESDYTprogress for, the, last 8 years. (#710) . 

* * 

- 

It was relatively simple. She was" tested by a psychologist (which 
was suggested by our pediatrician);, and, upon her recommendation to place 
our child in the Special Education program, we did and have been very pleased ^ 
with her progress ever since. (#095), ' ' • , 

r 

It took me many months work and much wasted time and -money to have my 
child placed in an instiEuTion . • So much red tape of forms, questions, 
waiting, state not having facilities available wete involved. Caused much . 
mental strain on entire family and probably hastened my husband s death. (#257) 

J was enrolled at a special education program and after 6 years they 
told me'they "had no program for J" for September. This was In AAgust ^ 
they did not give me much time to find a place for J. I did put heat on 
the school district for no programs directly for J., so they threw him out . 
We had to settle, for a school that we felt did not^meet J's needs and stfill 
dftesn't! <#641) 

i" haven't found what I hoped for and don't guess I will. There don't 
'seem to be anything for a child like mine. . It isn't everPfair but that is 
just Vhe way it is. I don't even want to talk about it. I tried^o ftad 
help, but haven' t-got what I want yet. I want therapy and lots of it,, but* 
can f -t get it. (#650) ' ,'*''. 

• > '. ' •■ , - 

Started a class (parents own expense) for 3 to 7 year olds. As a 
v^unteerrgot retarded children's society to take over cost and JJ™ 
rooms for this class and increase' age to 10 years (parents subsidized $10.00 
per week and provided-nwn transportation). At 11 started at his present 
residential/day careVivat/school. School district special education paid 
partfand provided transportation. We paid $110 per month. Now under new 
bill and fully paid f Or ;ecW fUr pius 8 weeks at summer school. Son will 
be 21. this year and will attend same school on a day basis at parent s ex-. . 
pense-./ All ttfree We been very rewarding experiences and .have made many 
true W lends along the way. (#642)' ' > 

I 

4 

Ve were unable to find any program fof our child until he was five 
We*wis#lia could have gotten help earlier j he's in an excellent pro- 
grtm'ow at rte^.dr.choor level", but I'm very concerned about Che program . 

In liigh school. (#002) ^ 



Table VII-D 



Before yoti enrolled your developmental^ disabled child in his/ficr 
current school or program, did you do any of the following? (rank 
otdered by frequency of effort to exercise choice). 



Yes', Yes, not Ko, wish 
glad , helpful I had 



62*31 

33. 2Z 
31. 3Z 



1. Rely on the recommen- 
dation of school per-, 
sonnel . 

*2. «Rely on the refctnnmen- 
dktion of another prov 
fesslonal (for example, 
social worker). 

3. Rely on the recommen- 
f dation of a doctor. 

4. Visit at least one 
other school or pro- 
gram first. ( 30.5% 

5. Contact an organiza- 
tion specifically con- 
cerned with-your child f s 
disability. ' • 28.8% 

6. Read any materials * 
about options .which 
might be 'available. 

7. Ask for or receive any 
recommendations from 
other parent of de- 
velopmebtally disabled / 
children. ' 18*4Z 

8. Ask* for or re<feive~ ) 
any recommendations 
from other family mem- 
bers or friends. 17. 6Z 

9. Ask for or receiyA any* 
advice from a a^rsoii 
working iny* govern- 
ment office. 

10. Ask for or receive any 
recommendations from a 
rabbi, priest or' minis- 
ter. 



8.6 



6.2 



6.5 



7.5 



.7.1 



20.8% 12.3 



5.7Z 



3 .42 



5'.4 
8.4 
3.7 
2.7 



'2..4- 



2.0 



5.5. 



11.5 



12.6 



6.1 



3.4 



1.7 



f 

Not 
necessary 



^28.6 

58 .2 
60.2 

*56.5, 

i 

52.5 
54.3 



70.1 



72.6 

i 



87.2 



94.2 



N-304 

N-292 
N-294 

N-308 

N-295 
N-293 



N-294 



N-296 



N-29S 



N-295 
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* 

TaKlP. T7TT-F * 1 - _ 


* . 

■ - 




» * 






All in all, how satisfied are you with ybiix 
or program? ✓ 


child's current school 


• 


• 

- 


• 

• 

• 


Satisfied 

* 

Mixed feelings 

a 

i" 

Dissatisfied 


88. OX 
6.3 
5.7 

i 

N-317 




* 

• 




t 


# 

Table TTT-F 




p 


J 


t 




Feelings about the interview or staffing among the parents who Went 
l for such, a meeting before their children were placed in their current 
t . school 'or educational prograuf. 






•w* : ; s i ~ 

Agree 


Uncertain 


Disagree 


• 


*• 
ft 


I flit the staff was interested ' in ' 

our child as-^n individual.; » - 92.9% 


4r2~ 


2.9 


N-283 






I fe}t my child • and ' I were being , 
evaluated. * 56.4% 


15. A ' 


28.2 


N-266 


• < 




I did not really know what quean- L 
tions to ask about the program. 45.5% 


12.5 


42.1 


N*264 






I could not really understand what - 

was bete* said. - "12.6% 


5.7 


81.6 


N«2*6l 


Table TT-rT-r. r 






i 






Below are some things parents say abojit^meeting with their develop- 
mentallv disabled child f a teacher (s) . Do you agree or disagree? 






Agree 


Uncertain 


Disagree 


v. 




• v 


The tfeacher(s) welcome (s) you to visit 

your child's classroom or program . 92.6^ 


3.9," 


N ' 3.5 * 


N?310 




• l 


The teacher(s) offer(s) suggestions 

to you on how to handle your child. 72.3% 


5.3 

i 


, 22.3 


* 

N.300 

• 






The teacher (s) aslt(s) you for sugr j 
gallons on how to handle your child. 31 .3% 


4 

^5.6 


43.1 . 


N-302 






It is difficult^for me to arrange \ 
meetings (for example, because of wdrk 
schedule, transportation, babysitters). 40.1% 


•-2.3 


57.7 


N-307 






The teacher(s) has/have' little to offer 

me* as a paxent. 10.0% 


, 8.3 


4 

1 

81.7 


t 

K-301' 






Such meetings are usually. unpleasant. 5.6% 


5.6 - 


88.9 


N-304 
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' C. RECREATION ANb LEISURE 



1. Pamily-«centergd Activitjefr * 

\ The gfea't l^ajority of children' are. included ine^fcday family activities. 

* • Children, are more likely- to be excluded, or* tfe # ffUiy as a unit is less 
U Utely to participate, when acayitifes wbuld requirfe group participation 
••A** scheduled duration (i.e., going to movies sp orts events,, or religious 
: ytervices) . (See Table VII-^ % ) ; 



Age of -Child influenced only one of the 7 family activities about which parents 
reported. Families of younger children were.more likely to take walks, go to 
the beach or*park, or tfimiiar" activities Csee item #5) than were families, of 

* alder children (99Z with preschool br primary age children compared to 88% * 
, , with adolescent childreil). • « • 

• • • » , * 

•> Type .of, D isability . Severely and profoundly retarded- children irerrfHess likely, . 

* , to be incited in family activities. • v * 

, Family Income j# The only family activity influenced by income was .religipus par- 
ticipation. : Lower income families Who .participated in church or temple were 
wpre l£kely*to v inciude their de«lqpmeri tally disabled' children. 

• * \v. ' . . « t * * ■ V 

- * * * v - / - % 

7^\ s Duxing^the tiie devel^puiBj^llj^isabled children are at home on regular week 
days,* they are most likely to bJj^fiStfelvecf in passive activities such as' watching 
TV, followed by socializing wifdfother family members*, helping around the home, 
and developmental activities. 1 ; tfeffrj. few have no real activity. (See Table VII-I.) 

» • » * v ^ 

Pattern of r involvement is not affected bv age of child or family income. ^ 

; f * • • \ /\ * 

' Type of Disability . ' As might- be expedt^i severely and profoundly ^ retarded IfcLl- 
dren and children with cerebrft. palsy af^Weaa likely to be involved in develop- 
mental' activities or doing household chores. 

^"y^y^^ 16 ^ Activities ' 

Although parents feel special recreation programs, social events and clubs are* 
important for the community and that their children would 'do better in a special 
recreation program, than in a regular program, 2/5 report tfiat they do not use or 4 
need special Recreation programs for their own children (see Table VII-J) * . \ 

„ n£ftd for special recreation for one's own children is influenced by 

tyfre of disability :and family income. Parents of mildly retarded children and 
thpse with^highe^ family incomes are less likely to report a personal need. 

Pew groupj| have more leisure time than the developmental ly disabled. .Often free 
tipie. is forced upon them due to lack of planned opportunities. In this respect, 
it may be of concern th*t less than 1/3 are involved with organized youth groups 
and* only slightly more than 1/3 •-have ever gone'to a summer camp progr^ta. (See • 
TAoue VI I -K. ) • 
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• Ul3w tee 'some activities families might do togethgr. Does your 

.developmental^ disabled child do, the following with vou? (rank 
*nrd*f«l by freauencv of family involvemait) _ 




V « 

Child does 
with family 


CEUd does not 
, do with family 


Family does , 
not do 


r 

* 


1. Go for rides in the 
family car 


96.6% 9 


1.8 




.S-319 


if 


2. Visit friends or ^ 
relatives a 

* 


95.6% 

j 


' , 4.* 


0.0 

>* 


W318, 


• 


3. Take walks, go to beach, - 
or {Mark, or similar 
activities 


91. AS 


" 5.4 


a 

» 3.2 


IH315 




4. Eat away from, home (for 
^ea^mple, ice cre$m parlors*, 
pp hamburger stand s*, dx 
restaurants) 


90. 21 « 


- 

6.9 


2.9 


N-3i7 




5. JJatch ,T?* • 


jf.\i~ 


11.3 _ 


1.6 • 


N-318 • 




6. Go t* 'movies, concerts, y 
pjays, sports events, or 
* similar activities 


r 

65. 21 


' • 24.5 - 


10.3 


N-319. 




7 . Go to church or temple (in- 
" eluding Sunday School) h 


56. 31 


17.3 


. 26.4 


N-318 



ERIC 



• * 1 


' SSS fche time your developmentally disabled child is at hotoe on a . 

. regular weetd^.^hat is she/he usually doing 'before going to bed? 
1 '•faS^rjlSd yfclvement in activity; 38 families excluded where 

#.t,-*trf rtnet nodi ft home) ' ■ : ~— 




Often 


Sometimes 


Eardly 
Ever 




■ « 


• • 

'1'. Watching "TV or listening -to 
radio or record player. 


u 

12.51 


18.6 

* 


' 8.9 


N-280 ' 




* • • 

2. Haying with brothers and sis - 
' tfers or other children. 

* 


•«1.3Z 


28.4 

* 


20.3 


K-275 




3. Activities witfr parents (for ex«- 
arn^le, games, reading, talking). 


50. 91 


37.7 


11.4 


N-273 


/ • , 


4. Helping around home (for example 
taking out trash, setting table, 
sweeping, feeding pets). 


28. 8* 


30.3 


• 
40.8 


W-274 


* 


5 * Working on developmental skills, 
doing homework, or reading. 


18. 11 


37.4". 


44.5 


N-265" 


* 


6. Wandering aimlessly; no real/'* 
activity, 1 


* 

5.9Z 


19.8 


. 74.5 


N-258 




e> » 
• 1 


, 10$ 

4 * » 
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Table Ttl-J 



s 



Rate according to hew* im- 
portant it is to expand 
or offer . • • 
, Special recreational pro- 
grams 

Social events and clubs 
4 (including dances and 
part£€s) 

%V 

*Ky child would do better in 
4 special recreation pro^ 
gfam than in a regular pro- 
gram. • 



Do you use • T . 

Special recreational prb- 
grams? 



Special Recreation 



Not 



Adequate Expand or Offer Necessary 



26.5% , 

22. 1Z 
Agree 

73 .hi 



Yes 



70.9 

67.5 
Uncertain 

. 14.0 



No, but -would 
like to m 



25.7* 



2.6 K-306 

10.4 N-289 
Disagree 



12.6 



N^300 




No f do not 
need 



43.0 N-^07 



Table VIIyK 



Youth Groups and Camps 



Is your developmenjally disabled child involved 
with an. prganja^tf'youth gjfoup (for example, 
Scouts, YMCAT| church group)? 

Is the group especially for developmental ly 
>s disabled children? 



1 Yes 
28. 21 
70. 21 



y&as your child ever gone to a summer camp program? ^ 38. 21 

Were the camps especially for devyslopmeataily 
- disabled children? • / ,79.71 



N-316 
N- 84 
N-325 
N-lrB 
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D„ RESIDENTIAL OPTIONS ' • 

Of the famil^e* in.oqr ^amgle, 48. had children who were or had been in resi- 
dential placemen t/^Ot these, 26 families .(.54. 2%) had children who had been 
iix more than on$ r^dent^al placement'. CSee ^TabUe VII-L.) 

Of- the 22 families whose children had been in only one residential placement, 
5 had tbSir children back at home at the time they responded to the survey 
questionnaire. Thus K \a total of 31 families had experienced a transfer from 
a, residential facility <5 ta the families 1 homes and & to another residen- 
tial facility). • 

♦ 

Transfers occurred as a result of £ new facility becoming availf*le-(Hsukegan 
* Developmental Center) and associated dissatisfactions with previous facilities. 
Cost of care was nq t "a factor ^ (See Tible VII-M,) 



■ t 
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Parents' Evaluations of Residential Placements" 
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V* * is a pleasure to* have our son closer* to ? h&me. (£258) 

. Child 'was merely cared' B f6r physically afid his social, physical, and^ 
speech development were* retarded because of poor j^ironfcent "stimulation" 
and no individual J,ove and attention, (?285> , [ 

i could not be more satisfied with thejpersonal carfe'-my^son is getting. 
There is-sope frustration with state bureaucracy at a higher lev*!*. _ The*- 
f^lled^fhe center at full capacity quickly, .]pbv they talk about cutback* 
arid transfers. (#256) 



r 



r 



We were afraid until this year that ttiijj 
cause of the lack of .funds to stay open." 1 i 
schodl want^it reopened for those over 21 # . 1 
for the care^of these people for a "lifetime 



school doors »would close be- ( * 
eiid others involved with the 
ifje went to keep the school opened 
(#286) , ■ 



I only wish it 



S. 



I feel my child is fiappy in a residential facility, 
could be ^permanent . (#252) # % | 

'When residential placement is needed, it >s better to place" tie child 
in a facility as dose to home as possible; keep the child home as long as 
possible, but not too old for a satisfactory adjustment to £he facility. (0659) 



Placement enables my child to progress because of the rhythm in her 
life. Living at home would constantly alter any routine and vould^interrupT: 
her learning ability. Size is another big consideration since shells getting 
too large for me alone to Handle for any length of time. (0774) 

K. will be placed soon. I did not think there were 'other alternatives 
in the community. My doctm: told me i£ was for the.Jjest. There were no 
openings in the day programs I investigated. I thought it was best for my 
child." T thought it was best for my family. (#398) 

There is 'sometimes a lack of proper care and supervision because of a 
serious staff shortage. ' (No funds available to pay. better and/or hire more 
aides.) As caring Barents, "Me are not kept informed of procedures in the 
medical and dental care." (#651j #) 

. • • 7 
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.Table TIM, 







Povnanv residential placements has y6ur child -been in?. 


* * One 


. m 45.8Z • 


Two 


37:5 " ; 


Thrfee 


* 14.6 


Four 


2.1. 


A 


N-48 ... 



1 s, 



Table TIItM : . - M . -rf , 1 

Parents' reasons for transferring their child, to another residential 
faellitv. frank ordered by, frequency of reason given for transfer, N-31) 


I, 


- * 

A i*ev facility was built or opened , 


Z yes 
38 .7Z 
i 

38. 7Z 

• 


V 

2. 


Z felt she/he was not making any -progress. 


3. 


I felt ahe/he was not receiving adequate 


35. 5Z 


4. 


She/he was evaluated as needing a different ffrogram. 


.'. ; 35. 5Z 


5. 


She/he was evaluated as be|ng able to benefit from a legs 
restrictive environment. 


■ f- 

19.41 


6. 


Became too old for the ci previous facility. 


\ 16. 1Z 


' 7. 


I could afford a more expensive facility! < | 


3.2Z 


8. 


Our family moved. 


3.2Z 


9. 


The previous facility became too expensive. 


. O.OZ 



*13 
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E'.\ SERVICE NEEDS AND SATISFACTIONS 
%> v 1. Personal Support _ Networks 



Significant others, both, primary group membeVs and professionals, are utilized 
to aeet the day-to-day management needs of caring for developmentally dialled 
children. (See Table~TII-N.) ' \ — 

Child Cday) 'Care . Personal resources — family , friends and paid sitters — are 
mox% likely to be used and perceived as necessary than are co^pmity resources^ 
after school day ca^e or respite caxe. Although needs .are highest for younger 
children, over 1/2 of the families itill use family .and friends as babysitters 
for their adolescent children; approximately 1/3 still use paid sitters. All 4 
types of Qhild/day care arrarcemerits are used most frequently by families whose 
children aVe the most severely disabled (thoae with severe and profound retina 
tlon, cerebral palsy, and autism). The higher the family income, the more all 
4 types of , care are used. 

Household' Maintenance . Household assistance is relatively unavailable fpr the 
10Z of families who report that they need the service. 

Self -Help/Therapeutic . ^Approximately 1/2 % of families desiring self-help or pro 
'fessional counseling ate currently using these services/ The younger the devel 
opmerftally disabled child, the more, likely parents are*to report that they use 
or would like to use both services, the informal and the professional.. This 
could reflect either a learning effect, so that less support is necessary over 
time, or changing patterns of awareness and service ♦availability. Parents of 
children with cerebral pa^sy and autism are most likely to use or want to use 
informal rap sessions; the reported need for professional counseling is not 
affected by the type of child's disability. Family income is not associated 
with the reported need for "either ^service. 

Information . There is a paucity of information sources utilized by families 
reporting such a need. The greatest need reported is for a parent manual 
(which became one of the products from this research project) ; closely fol- 
lowed fey .the need for a referral service (undertaken by the Family Support 
Unit at ^Countryside Center for the Handicapped the year following distribution 
of the survey questionnaire). Relatively high unmet needs are also reported 
for am ombudsman, and for professional and informal crisis lines, /ge of child 
was associated only with need for an ombudsman and for a referral service. Re- 
ported need for aa ombudsman -increased witb>ag$ of child, whereas need for a, 
referral service was reported highest by parents, of the youngest and oldest / 
children. The more severe the mental retardation, the more likely parents were 
to report needs for^all 5 .types of information sources. Needs for information 
sources reported by parents of children with cerehral palsy and autism were 
similar to those reported by parents of the severely and prgfoundly retarded, 

1 > 2s Community Support Networks * 40 

- Parents reflect pessimism or at least uncertainty regarding continued Support ox 
expansion of coomunity w funding of services for the developmental!? disabled 
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This is not surfpjising given the general climate of increasing coste^ tax- 
payers . failure* support rate increases which wo.uld maintain current levels^ 
of services, deplining school eprollaents, and lay-offs of educational per- 
sonnel/ *t$e* ^able VII-0.0 * . 

Parents 9 future goals for their developmental^ disabled children are more 
ch£ld-cen tared than* concerned with mode of service delivery i(sae Table VII-P). 
This finding is similar to that for parents 1 priorities for educational programs 
(see TaAle IVM)). / \ 

^.wide variety of community services are necessary to provide family support*, 
educational and diagnostic programs, living alternatives, and general commun- 
ity acceptance. Of 19 specific service's identified, .only special education 
programs frere perceived as adequate By as many as 50Z of parents. Looking at 
tKe need for services ^another/way, less than 1/5 perceived ahy of the 19 speci- 
fic- services as unnecessary. • (See Table VII-Q.) | 

family Support . Family support services — babysitters, crisis lines, referral, 
services, respite care/ homemaker/hoioe -health aides, and counseling — are. per- 
ceived as extremely necessajg but woefully inadequate. Only parent or family _ 
counseling services were perceived as adequate by as many as ^1/3 o f -pa rents, 
,vfth the other 5 specific services, identified perceived as adequate by^lOZ or 
less. Conversely, only homemater/hoA-health aides were perceived as unneces- 
sary by as many as 20Z of parents, yith the remainder .perceived as unnecessary 
by less than 10Z. Parents of older ^children, of children with more severe dis- 
abilities, and with higher ^family incpmes were more likely to favor ^tpansion 
of family support services. 

Educational >and Diagnostic Services . Educational and diagnostic services are 
also perceived ,as(Sxtremfely necessary, but as more adequate than family sup- 
port services. Afiter school day care is seen as the area where increased avail- 
lability is mo«|t needed (by 82. OZ of parents), and this is particularly the case 
f8r parents x>f .younger children. The froye severe the disability^ the greater 
the perceived need for all four services listed. 0 Family income is not 'systema- 
tically associated with perceived need for educational and diagnostic services* 

Living Alternatives . Approximiately 3/4 of parents perceive a need for expansion 
of cowmity living facilities, residential facilities, and fostet homes. Nurs- 
irfg home alternatives are perceived as most adequate (by 16.0Z of perents) but 
even here approximately 2/3 of parents perceive a need for increased availability- 
parents -of transitional CL9- 'to 21-year-old) childr^p, those who are most likely 
tb have an immediate seed to look for alternatives, report the greatest need to 
increase availability. The mote severe tHeir children's disability, • the greater 
^the parents 1 perceived need for increased living alternatives. In general, 
parents with higher family Incpmes perceive the greatest need for expansion of 
all * types of living alternatives; parents with low ftoily incomes (less than 
$15,000 p*r year) similarly perceive, a greater need; but for increased avail- 
ability of foster care only. 
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' General Community Services , Architectural adjustments, -dfews media coverage, 
and expansion of library acquisitions are identified *as t£e priority areas 
for service expansion, lfeligious services and specia4Hr ans P° rtat i° n are per- 
ceived as more adequate, but even here over 2/5 of p^-ents report a necessity 
for expansion. The more severe their children's disabilities, the more likely 
parents are to perceive it necessary to expand services. Perception of need 
is not a* 30 c fated with age of child or family income. 
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Table VI1>N 



"fassoiial Source ot Support and aeeas. 



Do you use amy of the following t* help you tele, cere of your develop- 
mentally disabled child? 



-Child (day^Care 

Babysitting provided* by family 
and/ or friend*? v 

Pald'babysittars? 

After school >day care?' 

Respite cere provided by a 
residential facility? 

- Household Maintenance „ 

* Regular paid domestic help? 

Visits by a homsaaker/bome-health 
aide? 

-Self -HeW Therapeutic * ^ 

"Bap* sessions with other parents 
of develop* en tally disabled 

children? 



' Information * * 

. An informal "crisis line" with 
If othe^ parents of development ally . 
disabled children to provide sup- 
port in en emergency? 



No, but would 
Yes ' like to 



Ko, do not 
need 



65. 7Z 


5.7 


28.6 


N-315 


47. Iff 


6.1 


46.8 


5-310 


3.7*'. 


11.3 


85.0 - 


R-301 r 








* 


7.0* 

L 


13.6 


79.5 


N«£02 


« 

1.3Z 


11.8 


86.8 


N-304 


2:7Z" 


' 7.0 


90.4 


ti*301 




■v 

\ 




1 


32. 5% 


, 25.6 


^ '42.0 


N-305 


17. 7X 


22.6 


'59.7 


N-305 



J 



519? 



A "crises line" supported by the 
State for contacting the nefeeesaty - 
professionals In an emergency? 3.6Z 

A referral service funded by the fa 
'State to provide help in finding 
services and ^rograps when. needed? 9.8Z 

* * * 
An ombudnnan to iavutigate com- 

plainta «b<mt sarvicas for tba • . 
devalopaantally di*abl«d? ,4.3Z 

A parant mul that would Iden- 
tify local, stata, and national 
sarvicas WailabU and soggast 

way to tttlllaa tbaa? 11. 7.1 



30.7 



40.4 



15. 2 



40.5 



61.8 



' 63.4 / * ~N»306 



5*.4 



' K-305 




26.5 



1*309 
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Table vtt^o / 



v Community funding 



Willing ' Uncertain Unwilling 



How willing do you feel your com- 
munity is to continue funding the 
existing level of services for the 
developmentally disabled? 51 .7% 



.How willing do you feel your com- 
munity is to increase funding to 
expand services? 



24.5% 



39.5' 



56.3 



8.8 



19.2 



W-299 



N-318 



r: 




Table vtt-p 



Parents have' different goals for their devel9pmentally disabled child. 
Would you agree or disagree ^that the following are Important for your 
child f s future? (rank ordered by frequency with which goals thought 
Important): > 



1. It is Important that our child 
be 'happy and content, 

* 

2. Our child should be encouraged 
to reach the limit! of his/her 
abilities .( 



3. It is important that our child 
live normally (or as normally 
as possible) • 



Agree Uncertain Disagree 
99. 12 0,6 0.3 



97.82 



97. 52 



4. It is important, that our develop- 
mentally disabled child be as- m 
sured of a secure lifelong place- 
*ment\ 80.82 



1.6 



1.9 



10.2 



0.6 



0.6 



N-322 



N*321 



N-320 




ERIC 



\ 



118 



- 112. 



Table V7I-Q 



Sbrne parents are more satisfied than others with the services that are 
available feo developmentally disable* children in their community. 
Thinking of your community, please rate the services below according to 
how important it is to expand or offer thea: (rank ordered by need to 
expand'' or offer within each t ype of service) 



Family Supffort 

1. Babysitters trained to handle de- 
velopmentally disabled children 

2. Crisis lines for parents in times 
of stress . 



Adequate 

2.4% 
~„5.8% 



Expand 
or Offer 



92.5 
88.-7 



3. Community referral service" for legal, 

medical, and financial nee^s , 10.5% 



<4. 



Respite 



care 



5. Homemaker/home-health aides 

6. far eat or family counseling 
services ' 



8.9% 
6.0% 

32. 6% 



\ 



86.8 



82.1 



74.2 



63.2 



Not 
Necessary 

5.2 N-291 

5.5 N-292 

. 2.7" H-296 

8.9 N-257 

19.8 N-283 

4.3 X-304 



Educational/Diagnostic 

1. After school day care 

2. Early intervention programs 

3. Diagnostic services and clinic 

1 

4. Special education programs 



3.9% 
29.7% 
31.4% 
50. 9% 



82^.0 
66.5 
65.1 
49.1 



Living Alternatives 
l.« Community living facilities 



r 



2. Residential facilities 

3. ' Foster homes 



* 

4. Nursing homes 



14. 1% 
i4,5% , 
10. 3% 
16.0% 



75.7' 
74.8 
71.9 
65.1 



J 



General Community 

1. Architectural adjustments made so 
that it -is easi«r_f or* disabled 

people to get -around - 7.5Z 

2. Public education "concerning develop- • 
mental disabilities in the news media 7.8% 

3 . Reading materials ^.n libraries on 
child 1 * disability 

4. Church services 

if 

5. Special buses or vans 



89.3 
88.4 



14.1 
3.8 
" 3.6 
0.0 



10.2' 
10.7 
17.8 
18.9 



3.1 
3.7 



N-284 
^90 
N-303 
N-316 



K-284 
H-289 
N-281 
N-281 



N-292 
K-294 



23.4% 


70.7 


5.9 


N-290 


30.5% 


' 55.1 


14.4 


N-292 


43.0'% 


41.0 


6.0 


N-302 
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A. ATTENDANCE. * % * ^ 

Parent groups are the single' most important factor behind ^the progress made 
in recent years in th6 rights of handicappecf children. .In Lake County, and 
across the country, parents were the fir st^t^ sponsor educational programs 
for their handicapped children. They fought do get the public school dis- 
tricts to accept their children as students. /Since federal legislation 
(Public Law 94-142) mandates education^^r all handicapped children three 
to twenty-one' years old, parent groups tu)ve taken on the role of monitoring •■ 
thfe existing educationa l, res ident iajhstSd Vocational programs. Parents now 
work to change |n n i iiiiiinhiii ^toel i |lT Starting new programs. Parents remain 
an Untapped resource, however. Many parents are willing to take an active 
role in their children 9 s education because th^y realize they are the only, 
persons who are in for the duration. * They may hesifate to do so because '* 
they^Iack interpersonal experience in organizational involvement, feel 
overwhelmed by prpfessional expertise, or have difficulty scheduling community 
activities due to family demands. It is up to professionals and<fexisting 4 
parent group ^ to learn how to Engage this willing but underutilized group \ 
/- for the benefit of ^all the developmentally disabled. 

Apdrt froik individual parent-teacher staff ings, almost two-thirds of parents 
had attended meetings at which other parents were present (Table VIII-A) • 
About one-half were currently members of parent groups or organizations 
related to developmental disabilities and one-sixth had ever hfld any 
elective' or appointed office in such a group (Table VLII-B). 

Willingness or unwillingness to participate in parent groups raises tfie 
question of what barriers to participation exist* Out of a list of 7 
reasbns commonly given for nonattendance, , the logistical problem of 
| arranging for babysitters br transportation was reported* as a barreir far 
more often than negative -feelings about aspects of the meetings them- 
T, selves. (See ^Table VIII-C.) This finding is similar to th^t for meetings - 
* with teachers (see Table VII-G). 

For many parents, a natural process begins with the identification of 
their child as developmentally disabled. What starts as self -awareness 
grows' into group social action. ■ First comes t^e sharing of common con- . ' » 
cerns and information, wiih 1/3 of the parents having' participated in 
$roup counseling and Educational groups and 'anbther 1/3 who ^epott a 
need for these group experiences (see items ranked* #1-2", Table VIII-D). 
Next comes organization to york for expanding and improving community 
services as well as for the jr ights and dignity\>f all envelopment ally 
disabled persons. Fewer ^pafdpts have Actively taken this next step with 4 
16. 2Z 'having participated on a governing or advisory board and 12.4Z 
having worked with a political* advocacy group (see iteps racked #3-4). 
There ia a considerable untapped potential h£re with approximately 1/3 „ 
of th» parents interested in taking this next step into community action 
(3l.2% have not, but would like tTo, participate 1 on a governing or ad- ' „ 
visory board, and 38. 1Z in a political -advocacy group). * 

Age of Child . The younger 'the child, the more likely parents w^re to have 
attended more than four meetings in the past. year. / Parents of preschool- 
age children were most likely to Jiave attended more than four meetings 
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per year (46Z) while parents of transition§l-agtf children were least jiflfc % ^ 
(182). 1^ is the parents* of younger -children who are both morte likely - * 

have participates in group Counseling anjT educational groups, and to be 
interested in doing so if thev have not yet participated. Conversely, 1 
parent 8 of older children are^Less likely to have 'participated i^i'to'plan 
to do so. Oa the oftier haiSfi, age of child does not affect participation 
or interest in governing boards or political advocacy groups. 



• 4 Type of Disability . The more severe the disability the more likely parents 
are to attend meetings often, and to maintain membership in groups or' 
organizations. Parents of mildly retarded childre^are far more likely : 
" 4g . never to have attended meetings (51%) and not to hWfe cilf rent nfember'shiR 
in parent groups or organizations (80Z). Similarly, the more severe the 
disability, the more likely parents are to have participated or to want to 
participate in all four fcjyes of parent groups. 

Family Income * Parents* with higher family incomes are more likely to 
attend meetings more often, maintain currpnt memberships and to become 
, officers. Parents with higher family incomes- are also more likely to 

have participated in all four types of parent groups. Parents with t 
lower family incomes are more likely not to. have participated, but do 
want to 48 so. Family income is not systematically related to unwillingness - 
to participate. 
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Pax ants* Comnents About Parent Grojafs 

^ I felt- a great need for^the support of such a gjroup from„birth to ag£ 
*6. Now, .iVmore comfortable." 1 feel that with t^fcroblems of„adoles- 
cenc^^^Twill need the group again* I^wuld like t^ee some sort of group 
living available In. the community for a greater number of the retarded with 
meaningful work available. I f$el that the parent groups must wprk^toward 
this constantly, I'votild^like the service of respite care. t#355) 

If in Spanish would very much like to attend, but they are all in 
English (Don't understand too good.). (#060) 



r- 



Most parent groups need a lot of Involvement and time to accomplish 
'anything significant. Mdst people have other commitments and responsibilities 
which alsorequire time and interest * This conflict .leads to inadequate 
participation. (#314) ^ ■ ^ , 

It is hard to find* extra time. My husband and I work full-time. We 
rely a great deal on the printed information from the school antt organizations 
.that relk^fe^o our child". We take full advantage of activities offered our 

child. But seldom participate ©urselves. (#348) * 

*,*»'" # 

Vm, sure transportation poses serious problems to many people. Also, 
people -uncomfortable with their dev. disabled child have many negative feelings: 
meeting in public plates (embarrassment) or facility (too close to child) . (#263) 

* h 
The best things about parent groups are: 1)' the ra^^sessions between 
parents—you are not alone; 2)' Parent Power— the ability of an organized group 
to initiate and support* special programs. It seems tp be necessary to con- 
stantly monitor special programs or they r re eliminated ^or altered in a nega- 
tive* manner. (#002) * * % 
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PArent .groups are great if you are objective enough to overlook person- 
alities. Sometimes the parents have so many hang-ups it is difficult for me 
to realize they are not just feeling sorry for themselves 'and are sincere in 
wmtfting to better the Aild!s future. (#336) . " 

A m 

x Too many of the parept^a have met seem unwilling or unable to teLp the 
sclkool or organization helping their child. They seem to expect something % 
foiTno effort. Other parents work- exceedingly hard, so hard they exclude other 
social activities. I5nly a few 8|p able to achieve a middle ground as opposed 
to extremes. (#753) 
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Table VIH-A 



3 -* 1 « n ; 1 

During the past 'year, how often have you attended 
meetings vela ted to developmental disabilities at, which 
% there were other parents present? 




I never attended any 

• 


34.82 




Between 1 and 4 meetings a year 


35.-4 - * 




More than 4 meetings, but less than once a month 


12.0 




On an average oC^onc^/a month ^ 


10.2 'p 




More than once a month A 


* 

, 7.7 




# 


N - 325 - 






• * 



Table VTII-B 
— : » 



Membership Activity 



t^fci 



Z Yes 
(N - 328) 



48. 3% 



Are you currently a member of a parent^QKrfp or* 
organization related -to developmental disabilities? 

Do you now hold, or hava you.etker held, any elective 
or appointed office in such a group? -17.1% 



124 



Table VIII-C 



Listed below are a number of reasons parents, have given 
us for not "attending meetings with other parents who 
have children wit h developmental disabilities • 
'Do -you agree Wfcdifcagree with these reasons? 
(Rank .ordered by frequency, fpr not attending meetings) 



1. 



7. 



1 



It is difficult far tog to arrange 
for babysitters^ or t ranspp ration . 

It is^a waste of, time to go to 
patent meetings because they 
never seem to Jtalk about things 
related to my child, 

» • 

It is a waste, df* time to g6 to 
parent mfeeting^ because the real 
decisions are made piaewttere. 

I do not* feel comfortable with 
the kind ,of jJeo,ple who attend. 

I do not like to go to parent 
meetings when they are held ict 
a public place, such as a 
community center or library^ 

The people vt)d*run the patent 
meetings do -ftot'^seem to care 
about me. * *■ 

' :* 

I do not lijoe to go to parent 
meetings when they are held in 
ay developmental ly disabled 
child's school. 



Agree Uncertain Disagree 



32.8% 7.5 



15. 3Z ^ . 17.2 



12. 1Z 14.3 



8.7Z 16.8 



8.6Z 17.1 



6.8Z 12.3 



59.6 



17.7% 15-.4 66.9 



67.5 



73.6 



74.5 



74.4 



80.9 



N - 305 



N - 305 



N - 308 



N - 307 



N - 309 



N - 304 



* N - 310 



i25 
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Table VIII-D 



Nowadays there ate different types of parent groups*, 
flow do you 'feel about participating in the types of parent groups' listed below? 
v (Rank otdered by frequency ef participation) 



I. 



4. 



Have 
Partici- 
pated 



Group counseling (where parents 
meet' to discuss their attitudes 
and feelings toward their 
developpentally disabled child). 38. 8% 

Educational groftp (dealing with 
techniques of child rearing apd 
development as related to 
developmental disabilities). 32. 1% 

Governing or advisory, boatd 
(dealing with the administra- 
tion of an organization or. 
facility for the developmen- 
tal^ disabled). 16.22 

Political advocacy group ^ 
(wotking to expand options and 
services. for the developmental ly 
disabled). 12. AZ 



Hayen 't- 
would 
like to 



30.9 



39.1 

I 



31.2 



38.1 



Haven't— 
don't 
plan to 



30.3 



28.8 



52.6 



49.5 



J 



N - 317 



N - 312 



N - 308 



N - 307 



? 
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^ B. '^RANGE Of ^idTXViTIfS 

■v * . 

,4 . * j 

At first, parents ar* usuall y preoecupi-^d wltfr their ova children. Later, 
•any come to the realization that programs die or will be cut back if they 
do'not work for the rights. and\dignity of all developmentally disabled 
persons in their connunity, 'state, and- whole nation. Parents' organizations 
lufce developed through' sharing common concerns, setting up their own 
facilities, to* becoming thoroughgoing advocates. Parents, can become in- 
volved in parents' organizations in man^ways — in the administration of 
programs, by starting new program^ and advocating for the legal rights 
of their child and handicapped persons in general. 

1. Political A ctivities 

7 

* 

Pew of "the parents in our -sample* have been involved ik the typical , political 
activities *whifch influence lockJL, state, and national policies concerning 
. the. developmentally disabled {Table VIII-E) . More have taken individual* 
action {27Z, have voted for candidatlSs^on the basis of rights for the 
developmentally disabled and 32Z have written letters to government officials) 
than have" made a public coimnitment (12Z have attended political meetings 
and. .9% havfe worked actively for a candidate). But the most striking finding 
la that a majority of parents ar^ willing to undertake individual action 

* and public coimnitment although they have not^yet done so. This* represents 
an untapped resource of considerable magnitude. 

Age of Child . In general, parents of older 'children .were more likely to 
hav£ engaged in individual and publid political activities. Parents of 

.younger children "were more likely to be willing to be engaged in the 
indl!vidual\types of political activities, that is, voting and writing 

^letters. _Iy>wever, there was no association between age of child and parents 1 
willingness to attend political meetings. And, it was the parents of 
older jthildren who were more likely to be. willing to work actively for 
s a candidate who supports the rights of the developmentally disabled. 

* Yype of Disability . Barents of ch£Tdrei#^ith autism and with severe and 
, profound retardation are the most likely to have engaged in political 

activities or* to be' willing to dp Parents of children with cerebral 

palsy,' epilepsy, aqft moderate mental retardation are intermediate. Parents 
of children with mild- retardation report themselves as unlikely to do these 
, activities. ' Even among parents of children with mild retardation, only 
one-quarter report 1 that they are unlikely, toHote or write letters and 
two-fifths, that they are unlikely to attend -meetings or work for candidates. 

gplly Income ; The Relationship between income and political activities f 
i £ookplex. Parents of high-income families are mote likely^o have 
igaged in the individual types of political activities and 4° have attended 
political meetings. They are, however, the least likely group to vote 
foVa candidate solely in 'terms of .rat candidate's support for the rights 
of t^ developmental]^ disabled* In' general, parents of lower-income families 
are more' likely to be willing to engfcge in individual types of political 
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activities and to attend political meetings although not having previously 
done so. 



Parent 



\ 1 • V 
Group ^Activities 



Parents were mcrre likely to know «that parents 1 groups were involved with 
supporting their children's programs (see items 1-4, Table VIII-F} tjpda to 
be involved in filling the gaps in the service delivery system (see items 
5-?). Even Jpn the most .visible areas of parent group activities, self 
help through the socialization of new parents and wofkinfe as volunteers 
with * the children,' fully oner-quarter of the parents did not knoW whether 
or not pdrent groups were involved • The level of ignorance rises to 
include alnbst one-half of the parents concerning knowledge about parent 
group efforts tp fill service gaps. Since^all of the programs have news- 
-letters this-fihding Indicates that a raeans must be established to 
comautiicatfe this type of information or to mak& it salient. Parents are 
more* likely to become involved ^in the types of activities they know ab^fit 
(self-help, volunteer woVk with the'ch-Udren, and public relations). 
However, parents are less lik&ly to be involved in id -house activities* 
(item 4) than one would predict from their awareness of the parent groups' 
involvement in that activity. , " 



Age of Child . In general, parents of older children are more likely to' 
know about parent group activities and to become involved themselves.' 

Type of Disability . In general, parents of children with m^IcL retardation 
are much less likely to know about all parent group activities ,or to become 
involved.^ ' 

Family,' Incoafe . The higher th* family ^income the more likely parents are to 
knofc about parent group activities and to become involved themselves. The 
relationships were all linear and all were statistically significant. 
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Table VIII-B 



Listed below are political activities ih which some parents 

of developoentally disabled children are involved. 
Have you done, or would you be willing to do, the following? 


» * 


Have Willing 
Done to do 


Unlikely 
to do 






• Vote for a candidate ^you thought would 
woVk for the rights of the developmental! v 
disabled regardless of .the Candidate's 
party or position on other issUes. 


27.3% 


55.6 


17.0 • 




< 

311 


Write lettirs to government officials 
to influence legi^ation for the - 
development ally dKabled. 


31.9% 


53.0 


-'15.0 


N - 


m 

313 ' 


Attend political meetings to find <mt 
candidates 1 positions on the rightfe of 
the development ally disabled. 


12.2; 


54.0 


. 33.8 


N - 


311 


Work actively for a candidate who 
sqpports the rights of the developmen- 
tally disabled (for example, passing out 
leaflets, displaying a campaign poster). 


9.1Z 


50.8 


✓ 

40.1 

f 


« 

N - 


309 




f 
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Table VI1I-F 



/ 



Listed b*dow are suae activities related .to programs for the 
• developmentally disabled in which parent groups are involved. 
We would lifce to know: 1) if thete is a parent group associated 
with your child's program which is involved in these activities; 
and 2) if you are involved in them. Please note that this means 
you will have to anfwer twice for each activity, once for. toe 
parent group and once for your involvement, 
(Rank ordered by known parent group involvement.) 



1. Socialization of new parents (for 
example, sharing your own experi- 
ences), 

2. Working .with the children in the 
program (for Example, volunteer, 
r^pm mother, teacher aide). 

3. Outreach to the community (for 
example, lobbying, fund raiding, , 
obtaining media coverage, presenting 

• educational programs about 
developmental disabilities.) 

4. In-house activities (for example, 
office work, bulling or classroom 
maintenance, working on newsletter). 

5. v Laying the foundation for new 
Vervicei or programs (for example, 
organizing a new kind of parent 
grfcup, a babysitting service, a 
recreational program) . 

6. Supporting a network of services 
r for the developmentally disabled 

, ^ (for example, visiting other 
* facilities, sponsoring joint 
meetings, building a coalition, 
^ting as a liaison) . 

7. Laying jthe foundation, for nit 
facilities (for example, creating 
a new school,' sheltered workshop, 
or living facility)* 



irent Group 
Is Involved 
(N - 308) 

♦ Don't 
Yes ' No Know 



51.92 



42.52 



21.5 

30.5 

- N 



I An or Have 
Been Involved , 
(N - 314) 



2 Yes 



26.9 



26.9^^ 



37. 6 Z 



28.02, 



42.52 22.7 34.7 



30.52 28.2 41.9 



26.82 



11.12 



28.92 24.6 46. Z 



27.22 25.6 47.1 



25.62 29.2 45.1 



15 .,32 



17.52 
r 



11.52 
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Table IX-A 





Race $ 


* 


. White 


e 


85. 4Z 


Black 




11^2 


Latino 




• 3.4 




... f 


N - 321 



Table 1X-B 



19-34 
35-49 ' 
50-65 



■Age of pother 



• 



35. 4Z 
48.3 
16.3 
N - 319 



Table IX-C 



Current Relationship to the Natural Father 
of the developmentally disabled child 


Married and living together 


78. OX 


Married but separated 

• 


* 2.9 


Divorced 


11.2 


Widowed V 


3.8 


Never married 




. N - 313 



Table LX-D 



Current Marital Status 


Single (wido^ei, divorced, separated, 




nev§r married) y 

•> * 


13. 8Z 


. Married 


86.2 


» 


N - 525 !, 

* • 



Table IX-E 



Table I& 



Religious Preference 


/Protestant 


53. ?z 
38". 1 


Roman Catholic 


Jewish* • 


4.1 


No religious beliefs # 


4.1 
N - 315 


-F 


Political Preference 


> 


Liberal Democrat 


7.2% 


Moderate Democrat 


, 28.1 


Moderate t Republican « 


13.7 


Conservative Republican 


10.1 


Independent 


40.8. 


m 


• 

N - 306. 








* 
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Table 1X-G 



Yearlv Familv Income 




< 

Less than $15,000 . 


33. 1Z 


$15-25.000 ^ ^ 


39,0 


Over $25,000 


27.9 


* 

• 


N * 308 



Tffble IX-H 



Mother's Employment 


Not employed outside the home 


7 51.8% 




Employed full-time at one job. 


27.3 




Employed part-time at one jjob. 


20.9 






N 311 
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Table IX-I 



Mother's Education 


Less than high school 


19. 8Z 


High school -graduate 
• 


32.8 


Some college (A special career 
training * • ' 


31.2 


College graduate M 
*. > m 


16*1 




N - 323 
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Tabic IX- J 



* • 




'Hope Ownership 




r 

Own 






77.6% 


Rent 




r 


22.4 








N - 322 



Table IX-K 



Yes 
No 



Family moved to new community to make 
use of certain facilities for A 
developmentally disabled -child ™ 



13.0% 
87.0 
N ■ 324 



r 



Table IX-L 



^ Source of Tuition 


Costv Carried entirely by State or 
SchotfL-District ■ 


? 90.5% 


Family pays part of cost • 


9.5 




H - 326 


« 

' J 6 " 
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